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Abstract 

Sexism  and  racism  are  both  still  prevalent  in  American  society.  Both  forms  of 
oppression  create  health  problems  and  barriers  for  the  oppressed  group.  Experiencing 
discrimination  of  any  sort  can  lead  to  stress,  barriers  to  healthcare  and  interpersonal 
problems.  African  Americans  suffer  from  higher  blood  pressure,  more  heart  disease,  cancer, 
diabetes,  obesity  and  asthma  than  the  white  population,  while  women  suffer  from  more 
eating  disorders,  and  instances  of  sexual  assault  than  men.  This  qualitative  study  asked  low- 
income  African  American  women  living  in  urban  and  rural  parts  of  North  Carolina  to  discuss 
their  experiences  with  discrimination  within  the  healthcare  setting.  Findings  suggest  that 
experiencing  discrimination  by  one’s  healthcare  provider  creates  barriers  to  accessing 
efficient  and  quality  healthcare.  The  results  of  this  study  can  be  used  in  a  variety  of  health 
education  ways  such  as  developing  interventions  with  patients  and  providers,  tailoring  health 
education  materials  and  increasing  knowledge  of  the  low-income  African  American  female 
population  in  North  Carolina.  In  addition,  these  findings  can  be  used  to  inform  and  direct 
future  research  on  the  patient-provider  relationship,  with  the  hopes  of  eliminating  both 
discrimination  and  subsequent  health  disparities  in  the  future. 
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Exploring  Low-Income  African-American  Women’s  Experiences  with  and 
Perceptions  of  Discrimination  Within  the  Healthcare  Setting 


Introduction 

This  report  presents  findings  from  a  descriptive,  exploratory  qualitative  study  that 
examined  the  experiences  of  low-income  African  American  women  with  discrimination 
within  the  healthcare  setting.  What  follows  in  the  Introduction  is  a  defining  of  important 
concepts,  an  introduction  to  African  American  women’s  history  and  a  review  of  the  literature 
surrounding  discrimination  and  health.  The  next  section  covers  the  literature  review  of  how 
discrimination  affects  health,  and  specifically  scientific  racism  and  sexism.  The  third  section 
covers  the  background  and  theoretical  framework  of  this  study  while  the  fourth  section 
presents  the  methodology  along  with  a  background  of  qualitative  methods.  The  fourth  section 
reports  the  findings  and  the  last  section  summarizes  the  findings,  discusses  study  strengths 
and  limitations,  the  findings’  relevance  to  health  behavior  and  health  education,  and 
implications  for  further  research. 

Defining  Concepts 

What  is  race? 

For  many  years,  people  have  believed  that  race  indicates  certain  “biological  realities’’ 
of  a  certain- group  of  people  (Schwalbe,  2001,  pi  9).  In  fact,  many  people  still  believe  this 
today.  They  think  that  because  people  have  different  features  and  different  skin  colors,  then 
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there  are  differences  in  their  personality  characteristics,  intelligence  and  behavior.  Such 
physical  differences  have  been  translated  into  genetic  differences.  However,  this  is  a 
misconception:  “Race  is  not  a  biological  construct  that  reflects  innate  differences  but  rather  a 
social  construct  that  captures  the  impact  of  racism”  (Chavez,  Duran,  Baker,  Avila,  & 
Wallerstein,  2003,  p82).  In  fact,  DNA  analysis  has  shown  that  greater  variety  exists  within 
races  than  between  them  and  that  traditional  racial  categories  differ  from  each  other  by  only 
about  6%  (American  Anthropological  Association  (AAA),  1999).  Historically,  race  was  used 
as  a  way  of  “dividing,  ranking  and  controlling  colonized  people”  (AAA,  1999).  As  a  result, 
the  different  traits  of  those  people  became  markers  for  their  status  in  that  particular  society 
(AAA,  1999).  These  beliefs  have  held  over  into  the  present  American  society,  resulting  in 
race  being  a  social  determinant  of  health,  as  will  be  discussed  later. 

Racism 

Beginning  with  slavery,  whites  in  American  began  amassing  privileges  at  the 
disadvantage  of  the  Africans  they  enslaved  (Schwalbe,  2001).  Throughout  time,  many  of 
these  privileges,  referred  to  as  “white  privilege”  (McIntosh,  1988),  have  become 
institutionalized.  These  privileges  have  been  described  as  an  “invisible  package  of  unearned 
assets”,  or  “an  invisible,  weightless  knapsack  of  special  provisions,  assurances,  tools,  maps, 
guides,  codebooks,  passports,  visas,  clothes,  compass,  emergency  gear  and  blank  checks” 
(McIntosh,  1988,  p30).  These  privileges  are  unearned  but  make  life  easier  for  the  dominant 
group.  On  the  other  hand,  with  every  white  pnvilege  there  is  a  corresponding  disadvantage 
for  a  racially  oppressed  group.  Racism,  then,  refers  to  the  beliels  and  practices  that  a 
dominant  group  uses  to  keep  another  group  ol  people  down  on  the  basis  of  theii  race 
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(Schwalbe,  2001,  p92).  Historical  examples  of  racism  are  slavery,  Jim  Crow  laws  and 
segregation.  Race  was  used  to  justify  segregation  in  schools,  transportation,  healthcare 
offices,  and  multitude  of  other  inferior  services  for  African  Americans. 

In  addition,  a  three-tiered  framework  for  racism  has  been  developed  including 
institutionalized  racism,  personally  mediated  racism  and  internalized  racism.  Institutionalized 
racism  “manifests  itself  in  both  material  conditions  and  access  to  power.  Examples  include 
differential  access  to  quality  education,  adequate  housing,  gainful  employment,  appropriate 
medical  facilities  and  a  clean  environment  “(Chavez  et  al.,  2003,  p83).  Personally  mediated 
racism  includes  “prejudice,  discrimination,  stereotypes  and  judgments  based  on  assumptions 
about  the  abilities,  motives  and  intentions  of  others  according  to  their  race”  (Chavez  et  al., 
2003,  p84).  And  internalized  racism  refers  to  a  “person’s  own  belief  in  the  negative  messages 
they  receive  about  their  race/ethnicity”  (Chavez  et  al.,  2003,  p84).  The  current  study  explored 
both  institutional  racism  and  personally  mediated  racism  while  the  theoretical  framework 
also  allows  for  the  study  of  internalized  racism  as  well.  Racism  has  had  a  large  impact  on 
American  society  which  has  led  to  racial  profding,  disproportionate  numbers  of  people  of 
color  in  prisons,  hate  crimes,  wage  gaps  and  racial  disparities  in  health  (Schwalbe  2001). 

Although  racism  is  still  present  in  America  today,  many  in  the  privileged  group 
believe  otherwise,  and  try  to  distance  themselves  from  America’s  racist  past.  “Examples 
include  the  denial  of  the  severity  and  recency  of  the  slave  trade  or  the  common  denial  among 
whites  of  the  pervasiveness  of  racial  discrimination  targeting  people  of  color  today”  (St.  Jean 
&  Feagin,  1998,  p28).  Whites  tend  to  disconnect  slavery  and  segregation  with  the  politics  of 
today  by  concluding  that  they  are  a  thing  of  the  distant  past.  This  purposeful  ignorance  of  the 
dominant  sjoup  has  detrimental  effects  on  current  race  relations  in  America. 
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This  neglect  or  rejection  of  the  racist  past  deepens  the  roots  of 
current  tensions  that  underlie  the  interactions  of  blacks  and 
whites... The  dominant  group  benefits  today  from  silence 
because  the  inferior  circumstances  for  most  black  women  are 
decontextualized  and  made  to  seem  as  though  black  women 
earned  their  devalued  station  in  society.  In  this  fashion  the 
current  problems  of  black  women  appear  as  the  outcome  only 
of  their  own  inferior  values  and  cultural  practices,  for  they  are 
only  anchored  in  the  here  and  now;  they  are  black  women’s 
own  doing  and  are  not  culturally  engendered  (St.  Jean  & 

Feagin,  1998,  p29). 

It  is  important  to  consider  relations  between  dominant  and  oppressed  groups  in  the  analysis 
and  interpretation  of  the  experiences  of  African  American  women.  If  racism  is  ignored 
through  the  current  “myth  of  meritocracy”,  this  will  have  an  impact  on  how  African 
American  women  view  themselves  and  their  experiences,  and  have  an  impact  the  results  of 
this  study. 

Sex  and  Gender 

For  many  people,  sex  and  gender  mean  the  same  thing.  However,  they  refer  to  two 
different  ideas.  Sex  refers  to  the  biology  of  the  body;  it  distinguishes  what  makes  men  and 
women  different  physiologically  and  biologically.  For  example,  the  biological  differences 
between  females  and  males  consist  of  “chromosomal  differences,  external  and  internal  sexual 
structures,  hormonal  production,  and  other  physiological  differences,  and  secondary  sex 
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characteristics”  (Wharton,  2005,  pi  8).  On  the  other  hand,  gender,  like  race,  is  a  social 
construct.  Gender  refers  to  the  social  characteristics  associated  with  each  sex.  In  simple 
terms,  it  refers  to  femininity  and  masculinity.  When  someone  says  that  men  are  aggressive 
and  women  are  emotional,  it  is  not  so  much  attributed  to  their  sex,  hut  to  their  gender,  and 
what  that  person  assumes  someone  of  a  certain  sex  to  be  like.  The  concept  of  gender  revolves 
around  what  it  means  to  be  a  woman  and  a  man  in  American  society.  As  will  be  discussed 
later,  gender  is  another  social  determinant  of  health  (Rosser  1994). 

Sexism 

Sexism,  like  racism,  refers  to  a  power  structure  where  one  group  of  people  have 
privilege  over  another  group.  In  the  case  of  sexism,  men  are  privileged  while  women  are 
disadvantaged  on  the  basis  of  being  women.  In  other  words,  “sexism  is  the  subordination  of 
women’s  social,  cultural,  political,  and  educational  rights  as  human  beings  and  the  unequal 
distribution  of  power  and  resources  between  men  and  women  based  on  gender”  (Marable, 
1997,  pi 26)  Historically,  gender  has  been  used  as  a  reason  to  keep  women  from  being 
educated  and  later  from  holding  jobs  because  it  was  believed  that  their  brains  were  too  small 
and  that  learning  and  working  would  direct  energy  away  from  their  sexual  organs.  This 
would  cause  the  organs  to  die  and  created  a  threat  to  the  continuation  of  humanity  (Hubbard, 

1 990).  There  are  many  ways  that  women  still  suffer  by  living  in  a  sexist  society,  some  of 
which  are  unequal  pay  as  compared  to  men,  threats  of  sexual  violence,  job  discrimination  and 
the  “glass  ceiling”,  disproportionate  work  in  the  domestic  sphere,  and  unattainable  beauty 
ideals.  Not  only  that,  but  sexism  also  affects  women’s  health,  leading  to  unique  types  of 
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problems,  which  will  be  discussed  later  in  this  report  (Lenhart,  2004;  Orange  County  Rape 
Crisis  Center,  2005;  Rape  Abuse  and  Incest  National  Network,  2005). 


African  American  Women’s  History 

During  Slavery 

The  present  study  included  African  American  women  as  participants.  To  begin  to 
understand  the  experiences  of  these  women,  it  is  important  to  know  a  little  of  their  history 
and  how  they  have  had  to  deal  with  sexism  and  racism.  Between  the  years  of  1662  and  1867, 
more  than  nine  million  Africans  were  abducted  and  sent  on  the  brutal  Middle  Passage  to 
become  enslaved  in  the  Americas  (Jackson  &  Weidman,  2004).  Slavery  presented  unique 
problems  and  hardships  for  women.  Under  slavery,  the  health  of  African  American  women 
was  neglected.  Pregnant  women  were  still  made  to  work,  and  after  the  baby  was  bom,  were 
given  only  three  weeks  before  returning  to  the  field  (Owens,  1976).  Slaveholders  believed 
that  black  women  needed  very  little  care  after  giving  birth  to  a  child,  “which  may  partly 
account  for  the  high  rate  of  infant  mortality”  (Owens,  1976,  p40).  And  because  mothers  were 
not  given  the  time  they  needed  to  properly  care  for  their  babies,  many  died  as  a  result 
(Owens,  1976). 

However,  the  women  still  worked  hard  to  save  their  families.  Under  the  rule  of 
slavery,  African  American  women  had  to  worry  about  how  they  would  feed  and  clothe 
themselves  and  their  children.  The  women  tackled  many  obstacles  when  it  came  to  their  role 
of  mothering  under  slavery.  Stephanie  J.  Shaw  (1994)  defined  mothering  as  involving  the 
“protection  and  preservation  of  life,  the  fostering  of  emotional  and  intellectual  development. 
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and  the  preparation  of  a  child  for  his  or  her  expected  social  roles”  (p237).  For  enslaved 
mothers,  time  was  not  on  their  side.  After  toiling  in  the  fields  all  day,  these  women  still  found 
ways  to  provide  their  children  with  the  necessities  that  the  slave  owners  did  not  supply.  At 
the  end  of  a  tiring  day  of  work,  mothers  would  go  fishing,  hunting  or  tend  their  own  garden 
for  food  to  improve  their  children’s  diets  (Shaw,  1994).  At  a  risk  to  their  own  safety,  some 
mothers  would  go  so  far  as  to  steal  food  from  the  kitchens  of  their  “masters”  in  order  to  feed 
their  children  (Shaw,  1994).  Because  slave  owners  usually  allotted  only  two  pieces  of 
clothing  a  year  per  child,  mothers  and  grandmothers  took  time  out  of  their  busy  schedules  to 
weave  or  sew  extra  clothing  for  the  children.  Some  women  even  worked  extra  hours  in  order 
to  make  money  to  buy  them  shoes  (Shaw,  1994).  They  had  to  struggle  everyday  just  to 
survive.  However,  their  struggle  to  provide  for  their  families  laid  the  foundation  for  the 
women  who  followed  them  to  continue  the  fight. 

Mothers  were  not  the  only  women  in  the  slave  community  that  worked  to  protect  and 
assist  their  communities.  Female  slave  healers  tended  to  the  sick,  treated  common  ailments, 
and  made  medicines  from  their  extensive  knowledge  of  herbs  and  roots.  Some  of  their  other 
duties  were  to  wash  dead  bodies  and  prepare  them  for  burial  (Fett,  1996).  Slave  healers  not 
only  nursed  the  slave  community  but  were  also  called  to  serve  as  midwives  to  white  women. 
These  women  earned  a  reputation  for  their  work  with  babies  because  frequently  they  knew 
how  to  birth,  “wean,  feed,  bathe,  and  protect  the  health  of  babies”  (Fett,  1996).  As  a  service 
to  their  community,  slave  healers  would  pass  their  skills  on  to  the  women  of  the  next 
generation.  That  way,  there  would  always  be  some  who  were  trained  in  caring  for  their 

community. 
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It  was  not  just  enslaved  African  American  women  who  were  working  to  better  their 
communities,  but  free  women  were  also.  Maria  W.  Stewart,  who  was  the  first  black  female 
political  speaker  and  writer,  devoted  her  life  to  uplifting  her  community.  Because  she  was 
working  before  the  end  of  slavery,  she  fought  to  motivate  those  African  Americans  who  were 
already  free.  She  preached  to  the  black  community  to  unify  themselves  and  work  as  a  group 
against  the  injustices  of  society  (Richardson,  1987).  Stewart  also  wanted  African  Americans 
to  strive  for  self-actualization.  She  encouraged  women  to  educate  themselves  and  their 
children  in  order  to  pave  the  way  for  the  advancement  of  the  race.  At  a  time  when  there  were 
laws  prohibiting  enslaved  people  from  being  taught  to  read,  Stewart  realized  the  importance 
of  literacy  (Richardson,  1987).  If  a  person  learned  to  read  and  write,  then  knowledge  could 
not  be  kept  from  him  or  her  any  longer.  Literacy  put  power  in  the  hands  of  African 
Americans  so  they  could  fight  prejudice  and  discrimination.  Stewart  also  stressed  the 
importance  of  women  securing  an  education  because  she  recognized  that  the  race  could  not 
advance  if  half  its  population  were  illiterate  and  uneducated.  Maria  Stewart  acknowledged 
the  strength  that  came  with  working  together  to  achieve  a  common  goal,  which  was  why  she 
emphasized  unity.  She  also  wanted  African  Americans  to  realize  their  potential  no  matter 
how  the  larger  society  oppressed  them,  so  she  pushed  them  to  work  towards  self- 
actualization,  which  would  uplift  the  whole  community  in  the  end. 

Post  Slavery 

Between  the  years  of  1 880  and  1920  there  was  an  explosion  of  clubs  ran  by  African 
American  women.  These  possessed  the  popular  Victorian  values  ol  hard  work,  discipline, 
sobriety  and  self-control.  African  American  clubwomen  were  racially  conscious  which  meant 
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that  they  were  aware  of  social  injustices  based  on  race  and  that  they  were  aware  of  how 
others  viewed  their  race  as  a  whole.  For  example,  Ida  B.  Wells  decided  that  “someone  must 
show  that  the  Afro-American  race  is  more  sinned  against  than  sinning. . .”  and  so  she  set  out 
to  research  lynching  and  the  realities  surrounding  it  (Wells,  1997).  They  also  accepted  the 
idea  that  the  black  community  had  to  change  itself  in  order  to  advance  in  society  (Moses, 
1978).  Therefore,  they  committed  themselves  to  uplift,  or  working  to  advance  the  race.  To  do 
this,  these  women  examined  what  they  were  lacking  as  a  community,  and  worked  to  find 
ways  to  provide  it.  Not  only  did  they  encourage  the  adoption  of  Victorian  ideals  (Moses, 
1978),  but  they  also  strived  to  provide  the  community  with  much  needed  social  institutions. 

These  clubwomen  possessed  independence  when  it  came  to  their  work  because  they 
did  not  wait  for  someone  else’s  help;  they  did  it  themselves.  While  working  to  uplift  the  race, 
when  they  saw  something  that  needed  to  be  done,  they  pulled  together,  pooled  their  resources 
and  made  it  happen.  Susan  Dart  Butler,  a  clubwoman  in  South  Carolina  opened  a  library  for 
African  Americans  while  clubwomen  in  Atlanta  “helped  the  Neighborhood  Union  to 
establish  and  maintain  a  public  health  clinic  for  black  residents’’  (Shaw,  1995).  Likewise, 
Jane  Hunter  was  appalled  at  the  living  conditions  for  black  girls  in  Cleveland,  so  she  decided 
to  build  the  Working  Girls’  Home  Association  (Jones,  1990).  These  are  just  a  few  examples 
of  the  way  that  clubwomen  took  charge,  asserted  their  independence,  and  worked  for  the 
advancement  of  African  Americans,  and  especially  African  American  women. 

At  the  same  time,  African  American  women  working  as  domestics  sought  to  attain 
autonomy  over  their  labor  and  respect  from  employers.  Employers  were  not  ready  to  give  up 
the  control  that  they  possessed  under  the  system  ol  slavery  and  therefore  mistreated  their 
workers.  They  would  pay  their  employees  low  wages,  while  sometimes  not  paying  them  at 
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all.  Employers  also  pushed  their  workers  to  reside  within  their  home,  so  they  could  have 
them  at  their  service  twenty-four  hours  a  day.  For  the  workers  who  did  not  reside  in  the 
home,  employers  still  wanted  to  control  what  their  employees  did  on  their  own  time  (Jerma 
Jackson,  Black  Women  in  the  United  States  lecture,  3-7-02).  Domestic  workers  developed 
many  ways  of  resisting  their  employers  in  order  to  achieve  the  autonomy  and  respect  they 
desired.  Since  it  was  no  longer  a  free  labor  system,  many  women  simply  quit  because  they 
had  the  right  to.  Other  women  would  take  from  their  employers,  an  activity  known  as  “pan- 
toting”,  to  compensate  for  the  low  wages  (Hunter,  1997).  Some  women  would  slack  off 
while  at  work  as  a  form  of  resisting  the  control  their  employers  tried  to  hold  over  them. 
During  their  time  off  from  work,  workers  would  spend  time  dancing  in  dancehalls  as  a  way 
of  “reclaiming  their  bodies  from  exploitation”  (Jerma  Jackson,  Black  Women  in  the  United 
States  lecture,  4-2-02).  Employers  disliked  their  workers  spending  their  free  time  doing 
anything  active  because  they  felt  it  negatively  affected  their  performance  at  work.  However, 
dancing  was  a  good  way  for  domestic  workers  to  assert  that  they  were  in  control  of  their 
bodies  and  their  labor.  Workers  who  lived  in  the  homes  of  their  employers  had  less  freedom 
because  they  were  always  subject  to  being  called  to  work.  However,  a  form  of  resistance  that 
was  especially  convenient  for  them  was  to  fake  an  illness  to  get  out  of  working  for  a  day 
(Hunter,  1997).  Female  domestic  workers  utilized  different  forms  of  resistance  to  their 
employers  as  ways  of  reclaiming  their  bodies,  asserting  autonomy  and  demanding  respect. 

During  the  1920s,  30s  and  40s,  Zora  Neale  Hurston,  now  a  famous  author,  was  doing 
fieldwork  by  collecting  folklore  and  stories  from  African  Americans  (Jackson  &  Weidman, 
2004).  Hurston  collected  life  stories  of  Southern  African  Americans.  She  used  them  to  write 
a  few  different  books:  Jonah 's  Gourd  Vine  (1934),  Mules  and  Men  (1935),  and  Their  Eyes 
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Were  Watching  God  (1937)  (Jackson  &  Weidman,  2004).  Her  work  celebrated  African 
American  culture  while  examining  racial  tensions  as  well  as  gender  relations  in  African 
American  communities. 

Mamie  Phipps  Clark  became  an  influential  psychologist  who  studied  racial  identity  in 
young  children.  While  working  on  her  Master’s  thesis  in  psychology,  she  found  that  very 
young  children  are  aware  of  their  skin  color.  Later  studies  by  Clark  and  her  husband  found 
that  segregation  led  to  psychological  damage  in  children,  children  often  identified  themselves 
as  having  lighter  skin  than  they  really  had  and  that  children  referred  to  white  dolls  as  “good” 
and  black  dolls  as  “bad”  (Jackson  &  Weidman,  2004).  Clark  was  able  to  show  through  her 
research  the  devastating  effects  that  racism  has  beginning  at  a  very  early  age  on  racial 
identity  development  and  self  esteem. 

Another  influential  African  American  woman  who  labored  to  gain  the  right  to  vote 
for  African  Americans  was  Fannie  Lou  Hamer.  Fannie  Lou  Hamer  sought  to  bring 
Mississippi’s  Black  population  into  the  political  sphere  through  voter  registration,  and 
election  campaigns  for  representation  in  their  government.  Hamer  joined  SNCC,  the  Student 
Non-Violent  Coordinating  Committee  in  1962,  which  was  the  event  that  thrust  her  into  the 
fight  for  civil  rights  (Lee,  1999).  She  was  a  part  of  the  first  group  to  go  down  and  register  to 
vote  that  year  on  August  31,  1962.  Because  of  her  decision,  she  was  fired  from  her  job  and 
forced  to  leave  home  in  order  to  continue  her  fight.  Hamer  endured  discrimination,  racism, 
and  brutal  violence  because  of  her  commitment  to  her  cause.  She  was  subject  to  drive-by 
shootings  after  leaving  home,  and  was  also  arrested  and  severely  beaten  in  Winona, 
Mississippi  while  on  her  way  home  from  conducting  voter-registration  teacher  training 
classes  in  Charleston,  South  Carolina  (Lee,  1999).  Hamer  also  helped  found  the  Mississippi 
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Freedom  Democratic  Party  and  attended  the  National  Democratic  Convention  with  the  goal 
of  challenging  the  “seating  of  the  all-white  Mississippi  delegation”  (Lee,  1999).  Through  all 
of  her  work,  Hamer  wanted  to  instill  confidence  in  her  community  that  they  were  entitled 
rights  and  should  fight  for  them  against  unjust  politics.  Hamer  was  looking  into  the  long  term 
with  her  attempts  at  joining  the  congress  because  she  realized  the  importance  of  making 
change  from  the  inside.  Hamer  also  worked  to  supply  her  supporters  with  basic  physiological 
and  safety  needs,  who  lost  their  homes  and  jobs  because  of  their  support.  For  this  reason,  she 
helped  to  create  the  “Freedom  Farm  Corporation,  a  cooperative  venture  she  established  to 
feed,  clothe,  and  house  Mississippi’s  poor”  (Lee  ,1999).  Fannie  Lou  Hamer  examined  the 
entire  subject  of  racial  injustice,  and  aimed  to  provide  as  much  assistance  as  she  could  in 
each  area,  whether  it  was  supplying  food,  or  educating  people  about  registering  to  vote. 

In  essence,  Fannie  Lou  Hamer  was  standing  on  the  shoulders’  of  all  the  women  who 
came  before  her.  Had  enslaved  women  not  taken  extreme  measures  to  nourish  their  children, 
and  clubwomen  not  protected  their  children,  Maria  Stewart  and  Hamer  would  have  had  no 
one  to  rally  and  educate.  Women  worked  to  meet  the  needs  that  they  considered  the  most 
vital  at  that  time,  and  because  of  this,  the  next  group  of  women  could  move  forward  and  meet 
different  needs.  Because  of  racism,  African  American  women  have  had  to  fight  hard,  and 
constantly.  Even  though  historical  conditions  changed,  and  experiences  were  different,  the 
struggle  to  achieve  actualization,  or  attain  full  rights,  was  a  continual  one  that  all  African 
American  women  have  faced  and  fought. 

Representations  of  African  American  Women 

Over  the  years,  a  few  distinct  misrepresentations  of  African  American  women  hav  e 

prevailed  in  American  art,  literature  and  culture.  One  such  stereotype  is  that  ol  Sapphire  , 
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the  “domineering  matriarch. .  .an  emasculator  who  is  strong,  unfeminine  and  rebellious”  (St. 
Jean  &  Feagin,  1998,  p7).  Another  common  reference  to  this  stereotype  is  the  mammy  figure, 
commonly  seen  in  movies  and  in  grocery  stores  as  Aunt  Jemima.  Another  negative 
stereotype  for  African  American  women  is  that  of  Jezibel,  an  insatiably  oversexed  woman 
out  to  seduce  white  men  (St.  Jean  &  Feagin,  1998).  Both  these  stereotypes  originated  during 
slavery,  when  African  American  women  were  often  raped  by  their  “masters”  and  forced  to 
work  in  maternal  roles  for  their  “master’s”  children.  Enslaved  women  came  to  be  seen  as 
sexual  competition  for  white  women,  hence  the  Jezibel  stereotype.  While  the  Jezibel  is 
oversexed  and  insatiable,  the  mammy  figure  is  considered  unattractive  to  men,  and  asexual- 
in  other  words,  not  competition  for  white  men’s  attention.  For  many  white  Americans,  such 
negative  stereotypes  of  African  American  women  conjure  “images  of  immorality,  divine 
outrage,  and  earned  punishment... these  anti-black  female  symbols  are  powerful,  for  they 
depict  African  American  women  as  violators  of  things  moral... their  representations  suggest 
it  is  the  women’s  own  behavior  that  inspires  dominant  perceptions  of  them. .  .(St.  Jean  & 
Feagin,  1998,  p9).  Such  representations,  developed  by  the  dominant  group,  are  used  as 
explanations  of  African  American  women’s  inferior  status  in  American  society. 

This  section  has  defined  important  concepts  such  as  race,  racism,  sex,  gender  and 
sexism,  as  well  as  given  a  brief  history  of  African  American  women,  including  politically, 
culturally  and  scientifically  influential  women.  The  next  section  defines  discrimination  and 
how  it  relates  to  health.  It  also  discusses  scientific  racism  and  sexism,  and  how  race  and 
gender  intersect  to  produce  real  health  effects. 
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Literature  Review 

What  is  discrimination? 

To  begin  to  understand  the  experiences  of  the  women  in  this  study,  first,  it  is 
important  to  understand  the  relationship  between  prejudice,  discrimination  and  oppression. 
Prejudice  is  defined  as  “a  preconceived  judgment  or  opinion,  usually  based  on  limited 
information”  (Tatum,  1997,  pi 02).  So,  prejudice  only  refers  to  beliefs  ideas,  and 
assumptions,  not  actions.  When  someone  treats  someone  in  a  negative  and  unfair  way  based 
on  those  beliefs,  ideas  and  assumptions,  it  is  discrimination.  Discriminatory  acts  are  what 
support  systems  of  oppression,  such  as  racism  and  sexism.  In  other  words,  discrimination 
refers  to  when  members  of  a  dominant  group  treat  members  of  a  subordinate  group  in  an 
unfair  way.  This  treatment,  in  effect,  reinforces  the  power  structure  and  maintains  the  status 
quo,  keeping  one  group  dominant  over  the  other.  Discrimination  expresses  itself  as  unfair 
treatment  that  is  based  on  the  prejudices  of  the  dominant  group. 

Many  Americans  face  discrimination  on  a  daily  basis  in  a  variety  of  contexts.  People 
experience  discrimination  on  a  variety  of  levels  such  as  interpersonal,  institutional  and 
societal  and  based  on  many  different  reasons  such  as  their  race,  ethnicity,  gender,  age, 
socioeconomic  status  (SES),  and  sexual  orientation.  Discrimination  occurs  in  a  variety  of 
contexts  including  in  the  home,  workplace,  school,  justice  system  and  in  healthcare 
(Esposito.  2002).  In  addition,  African  Americans  have  consistently  reported  higher  levels  of 
perceived  discrimination  in  the  forms  of  unfair  treatment  and  personal  rejection  as  compared 
to  whites  (Barnes,  Mendes  De  Leon,  Wilson,  Bienias,  Bennett,  and  Evans,  2004;  Watson, 
Scarinci,  Klesges,  Slawson,  and  Beech,  2002)  and  women  are  more  likely  to  report 
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discrimination  than  men  (Klassen,  Hall,  Saksvig,  Curbow,  and  Klassen,  2002).  This  is 
indicative  of  both  racism  and  sexism  in  American  society. 

Discrimination  and  health 

Experiencing  discrimination  leads  to  distress  as  well  as  poor  health  outcomes 
(Esposito,  2002)  and  is  also  negatively  associated  with  psychological  wellbeing  (Institute  Of 
Medicine,  2002;  Jackson,  Brown,  Williams,  Torres,  Sellers,  and  Brown,  1996).  It  has  also 
been  reported  that  subscales  of  discrimination  are  positively  correlated  with  symptoms  of 
depression  (Barnes  et  al.,  2004)  and  that  women  who  report  higher  levels  of  gender  or  race 
discrimination  also  report  higher  levels  of  distress  and  lower  levels  of  happiness  (Jackson  & 
Mustillo,  2001).  Chronic  stress  is  linked  to  pre-term  birth,  heart  disease,  hypertension  and 
obesity  in  women  (Esposito,  2002;  Dole,  Savitz,  Siega-Riz,  Hertz-Picciotto,  McMahon,  and 
Buekens,  2004).  In  addition,  experiencing  a  lifetime  of  gender  or  racial  discrimination  has 
been  negatively  linked  to  desire  for  organ  transplantation  (Klassen  et  al.,  2002). 

Scientific  Racism 

Historically,  racism  has  been  rampant  in  science  and  medicine.  Upon  discovery  of 
different  peoples,  scientists  tried  to  establish  biological  differences  between  them.  First 
different  peoples  were  classified  into  distinct  categories.  One  such  listing,  developed  by 
Carolus  Linnaeus  in  the  early  1 700s  divided  people  into  four  categories: 

1 .  Americanus:  Reddish  skin,  black  hair,  scanty  beard,  obstinate,  merry,  regulated  by 

custom 
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2.  Asiaticus:  Sallow  skin,  black  hair,  dark  eyes,  sever,  greedy,  covered  with  loose 
garments,  ruled  by  opinions 

3.  Africanus:  Black  skin,  black,  frizzled  hair,  indolent,  women  without  shame,  governed 
by  caprice 

4.  Europaeus:  White,  long  flowing  hair,  blue  eyes,  gentle,  inventive,  covers  himself  with 
close-fitting  clothing,  governed  by  laws  (Jackson  &  Weidman,  2004,  pi 6). 

It  is  evident  with  such  categories  who  Linnaeus  thought  the  superior  group  to  be.  Here 
physical  characteristics  are  tied  to  behavioral,  cultural  and  moral  differences. 

During  the  later  1700s,  the  Dutch  anatomist  Petrus  Camper  studied  the  facial  angle 
and  nasal  indexes  of  different  peoples.  He  used  these  angles  and  indexes  to  distinguish 
between  the  races.  He  was  looking  for  biological  differences  between  people  with  different 
physical  characteristics.  This  work  was  also  used  by  other  scientists  as  a  way  of  determining 
which  races  were  considered  inferior  to  others  due  their  likeness  to  simian  qualities.  The 
Great  Chain  of  Being,  a  linear  hierarchy,  stretching  from  heavenly  creatures  all  the  way  to 
animals  was  used  to  “scientifically”  show  that  Africans  were  more  closely  related  to  apes 
than  were  Europeans.  In  short,  African  people  were  charted  to  be  inferior  to  Europeans  based 
on  “science”  (Gilman,  1999). 

Racism  has  permeated  medicine  and  research,  creating  a  mistrust  in  the  healthcare 
system.  The  US  Public  Health  Service  began  a  study  of  syphilis  in  1932  in  Tuskegee, 
Alabama.  Those  enrolled  in  the  study  were  African  American  men,  and  the  purpose  was  to 
study  the  natural  progression  of  syphilis.  The  men  recruited  for  the  study  were  never 
informed  of  the  true  goal  of  the  study  and  as  a  result,  their  syphilis  went  untreated  for  years. 
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Many  of  the  men  died  as  well  as  passed  the  disease  on  to  their  partners  (Bums  &  Grove, 
2003).  Beginning  in  1924  with  Buck  v.  Bell,  the  United  States  began  a  eugenics  movement, 
sterilizing  people  they  deemed  inferior.  North  Carolina  focused  its  sterilization  efforts  on 
welfare  recipients  (Sinderbrand,  2005).  In  total,  approximately  forty-five  thousand  people 
were  sterilized  during  the  eugenics  movement  in  the  United  States  because  they  were  deemed 
intellectually  inferior  (Tucker,  1994).  Those  most  often  targeted  were  poor,  African 
American  women.  In  addition,  as  a  result  of  Jim  Crow  laws,  African  Americans  received 
inferior  and  inadequate  healthcare. 

Racism  and  Health 

The  existence  of  discrimination  often  creates  health  disparities  between  groups. 
Rathore  &  Krumholz  (2004)  define  a  disparity  in  healthcare  as  “a  difference  in  appropriate 
treatment  use  that  is  associated  with  poorer  clinical  outcomes  and  is  not  attributable  to  patient 
factors”.  Another  definition  of  disparity  is  that  it  refers  to  “differences  in  the  incidence, 
prevalence,  mortality,  and  burden  of  diseases  and  other  adverse  health  conditions  that  exist 
among  specific  population  groups  in  the  US”  (Weber  &  Parra-Medina,  2003,  pi 81 ).  It  has 
been  found  that  health  disparities  exist  between  groups  based  on  race  (Rathore  &  Krumholz, 
2004;  Fiscella,  Franks,  Doescher,  and  Saver  2002,  1 1 ;  Kreiger,  1990)  as  well  as  in  resources 
and  access  to  healthcare  for  African  Americans  (Institute  Of  Medicine,  2002).  African 
Americans  have  been  found  to  report  more  chronic  diseases  in  general  as  compared  to  the 
whole  US  population,  and  particularly  have  more  diagnoses  of  high  blood  pressure,  heart 
disease,  cancer,  diabetes,  obesity  and  asthma  than  the  white  population  (Collins,  Tenney,  and 
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Hughes,  2002).  In  addition,  African  Americans  are  also  less  likely  to  receive  some  preventive 
services  such  as  a  flu  shot  or  to  visit  a  mental  health  provider  (Fiscella  et  al.,  2002). 

Perceptions  of  being  discriminated  against  by  a  healthcare  provider  have  been  shown 
to  decrease  levels  of  trust  in  that  provider  (Becker&  Newsome,  2003;  Sheppard,  Zambrana, 
and  O'Malley,  2004)  and  to  decrease  trust  in  the  healthcare  system  as  a  whole  (Lillie- 
Blanton,  Brodie,  Rowland,  Altman,  and  McIntosh,  2000).  Miscommunication  and  a  negative 
relationship  between  provider  and  patient  have  also  been  shown  to  produce  patient  mistrust 
in  the  provider  (Collins,  Hughes,  Doty,  Ives,  Edwards,  and  Tenney,  2002;  Blanchard  & 

Lurie,  2004).  Trust  in  a  healthcare  provider  is  associated  with  certain  health  behaviors  such 
as  seeking  chronic  disease  screening  and  complying  with  medical  advice  (Blanchard  & 

Lurie,  2004;  Sheppard  et  al.,  2004).  When  trust  is  lacking,  patients  are  less  likely  to  seek 
preventive  screening  or  follow  their  provider’s  medical  advice,  potentially  leading  to  adverse 
health  outcomes. 

Scientific  Sexism 

Historically,  sexism  has  worked  to  prohibit  women  from  participating  in  clinical 
research  trials  which  led  to  erroneous  conclusions  about  what  was  and  was  not  appropriate 
for  a  woman’s  body.  As  a  result  of  being  excluded,  researchers  often  made  the  mistaken 
assumption  that  whatever  worked  for  men  would  also  work  for  women,  endangering 
women’s  health.  Such  decisions  to  exclude  women  were  usually  based  on  the  fact  that 
women  can  get  pregnant  and  concern  over  how  research  medications  may  affect  a  fetus 
(Langley,  2003,  pxi).  This  is  an  example  of  how  women’s  reproductive  capacity  was 

prioritized  over  their  overall  health. 
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In  her  book  on  women  and  medicine,  Sue  V.  Rosser  (1994)  argues  that  there  has  been 
a  male  bias  present  in  medicine  since  its  inception.  First,  there  has  been  a  “preponderance  of 
male  leaders  setting  the  priorities  for  medical  research”  affecting  what  gets  chosen  as  a 
suitable  topic  for  research  and  what  hypotheses  get  tested  (p5).  Not  only  that,  but  diseases 
that  affect  both  men  and  women  have  historically  been  defined  as  male  diseases,  causing 
there  to  be  a  lack  of  knowledge  on  how  such  diseases  affect  women  (Rosser,  1994).  She  cites 
heart  disease  as  an  example-it  is  a  leading  cause  of  death  in  older  women  while  is  also 
prevalent  in  African  American  women  who  have  had  many  children.  However,  because  it 
had  been  considered  a  male  disease,  research  with  these  populations  was  ignored  (Rosser, 
1994).  She  also  discusses  examples  of  where  women’s  health  concerns  have  been  largely 
ignored  by  the  “male  medical  establishment”  (Rosser,  1994,  p7).  As  a  result  of  such  male 
bias  in  medicine,  Rosser  concludes  that  “Health  care  practitioners  must  treat  the  majority  of 
the  population,  which  is  female,  based  on  information  gathered  from  clinical  research  in 
which  drugs  may  not  have  been  tested  on  females,  in  which  the  etiology  of  the  disease  in 
women  has  not  been  studied,  and  in  which  women’s  experience  has  been  ignored”  (Rosser, 
1994,  p8)-  all  of  which  has  endangered  the  health  of  women. 

Historically,  when  women  have  been  included  in  research,  they  have  not  been  fully- 
informed  participants,  which  would  be  a  violation  of  ethical  research  standards  today.  In  a 
study  examining  the  side  effects  of  nervousness  and  depression  resulting  from  oral 
contraceptives,  women  were  not  informed  that  they  were  participating  in  a  trial  that  used 
placebos.  The  women  included  in  this  study  were  low-income,  Mexican- Americans  which 
not  only  brings  in  questions  of  sexism,  but  racism  and  classism  as  well  (Rosser,  1994).  Othei 
manifestations  of  sexism  in  medicine  is  through  the  use  ol  sexist  language,  the  exclusion  of 
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women  from  defining  terms  and  concepts,  developing  theories  and  “the  formulations  of 
theories  and  conclusions  . .  .to  support  the  status  quo  of  inequality  for  women  and  other 
oppressed  groups”  (Rosser,  1994,  pi  1). 

Sexism  and  Health 

Experiencing  gender-based  discrimination  and  sexual  harassment  has  been  found  to 
have  negative  psychological  effects  for  women.  There  are  many  psychological  disorders  that 
have  been  linked  with  repeat  exposure  to  gender-based  discrimination,  some  of  which  are 
“anxiety  disorders,  acute  stress  disorders,  somatization  disorders,  sleep  disorders,  sexual 
dysfunction,  psychoactive  substance  abuse,  depressive  disorders  and  adjustment  disorders” 
(Lenhart,  2004).  Gender-based  discrimination  can  happen  in  many  different  areas  such  as  at 
work,  home,  school  and  legal  system,  all  of  which  can  lead  to  adverse  mental  health 
outcomes. 

Sexual  violence  in  this  country  is  a  significant  public  health  problem;  the  Centers  for 
Disease  Control  (CDC)  estimate  that  over  one  in  six  American  women  are  victims  of  a 
completed  or  attempted  rape  at  some  point  in  their  lives  (2001).  In  addition,  one  out  of  every 
ten  rape  victims  is  female  (Rape  Abuse  and  Incest  National  Network,  (RAINN)  2005). 
RAINN  defines  rape  as  “forced  sexual  intercourse,  including  both  psychological  coercion 
and  physical  force”  (RAINN,  2005).  Rape  can  be  viewed  as  a  direct  manifestation  of  sexism 
because  it  (usually)  involves  someone  from  the  dominant  class  using  his  power  and  privilege 
to  violate  someone  of  the  subordinate  class.  Rape  can  also  have  detrimental  effects  on  the 
health  of  the  victim:  unwanted  pregnancy,  sexually  transmitted  infections  and  Rape  Trauma 
Syndrome,  a  form  of  Post-traumatic  Stress  Disorder  (Orange  County  Rape  Crisis  Center, 


20 


Experiences  With  and  Perceptions  of  Discrimination 


2005).  In  addition,  women  also  face  threats  to  their  health  through  Intimate  Partner  Violence, 
which  is  another  manifestation  of  sexism  where  one  person  uses  power  and  control  over 
another.  Close  to  5.3  million  intimate  partner  victimizations  occur  annually  in  the  United 
States,  resulting  in  2  million  injuries  and  approximately  1,300  deaths  (CDC,  2005).  In 
addition,  women  who  have  been  victimized  by  intimate  partner  violence  report  60%  higher 
rates  of  health  problems  than  women  with  no  history  of  abuse.  Such  health  problems  range 
from  chronic  pain,  gastrointestinal  disorders,  to  psychological  problems  and  gynecological 
problems  (CDC,  2005). 

Another  problem  that  disproportionately  affects  girls  and  women  is  eating  disorder(s). 
Approximately  nine  out  of  ten  people  suffering  from  an  eating  disorder  are  female  (National 
Eating  Disorders  Association,  (NEDA)  2005).  These  disorders  are  characterized  as 
psychological  but  have  devastating  health  effects  such  as  muscle  and  bone  loss,  dehydration 
and  heart  failure  for  anorexics  and  tooth  decay,  esophageal  and  gastric  ruptures  and  heart 
failure  for  bulimics  (NEDA,  2005).  Among  the  many  causes  of  eating  disorders,  some  are 
related  to  sexism  and  the  narrow  definition  of  beauty  in  America. 

Access  to  health  care 

Discrimination  also  presents  barriers  to  accessing  healthcare  for  some  people. 
Scarinci,  Slawson,  Watson,  Klesges,  and  Murray  (2001)  described  healthcare  access  as 
having  three  dimensions:  accommodation,  or  the  “ease  with  which  a  patient  can  get  to  a 
healthcare  provider  ”,  accessibility,  or  healthcare  provider  s  location,  and  affordability,  the 
price  of  the  care.  Despite  the  advent  of  federally  funded  insurance  programs,  African- 
Americans  still  face  barriers  to  access,  receive  lower  quality  healthcare,  and  have  more 
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negative  experiences  with  healthcare  as  compared  to  whites  (Weech-Maldonado,  Morales, 
Elliott,  Spritzer,  Marshall,  and  Hays,  2003;  LaVeist,  Nickerson,  and  Bowie,  2000).  In 
addUion,  in  2001,  nearly  one  third  of  African  Americans  were  uninsured  as  compared  to  one 
in  five  whites  (Collins,  Tenney  et  ah,  2001).  Because  access  to  healthcare  can  vary  according 
to  where  a  person  lives,  both  urban  and  rural  women  were  included  in  this  exploratory  study. 

Intersections  of  Race,  Gender,  Class,  and  Region 

Being  a  member  of  multiple  oppressed  groups  also  affects  people’s  health.  As  a  low- 
income  African  American  woman,  one  must  handle  the  pressures  of  racism  and  sexism  as 
well  as  those  of  being  poor.  Women  are  also  more  likely  than  men  to  be  poor,  which  can  lead 
to  negative  effects  on  their  health.  Low  income  can  create  problems  such  as  poor  diet,  having 
low  quality  housing,  and  being  less  likely  to  heed  certain  public  health  warnings,  such  as 
those  concerning  smoking  and  use  of  alcohol  (Nott  &  Morris,  2002).  The  stress  associated 
with  poverty  can  also  lead  to  negative  health  outcomes,  such  as  mental  health  problems. 
Impoverished  women  “suffer  more  stressful  events  more  often:  problems  with  debt,  eviction, 
unemployment,  illness...”  (Nott  &  Morris,  2002,  pi 2). 

Living  in  the  Southern  United  States  also  poses  as  a  risk  factor  for  low-income 
African  American  women  since  “mortality  and  morbidity  trends  portray  Southern  health  as 
the  poorest  in  the  US”  (Snead  &  Cockerham,  2002,  pi  12).  African  Americans  born  in  the 
South  have  the  highest  rates  of  circulatory  disease,  cancer,  heart  disease,  and  diabetes 
mortality  as  compared  to  African  Americans  living  in  other  parts  of  the  country.  Not  only 
that,  but  among  African  American  women  living  in  the  South,  the  rate  of  HIV  has  increased 
while  the  national  rate  has  stabilized.  The  South  also  has  the  highest  rate  of  certain  sexually 
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transmitted  infections  such  as  gonorrhea.  Chlamydia,  and  syphilis.  The  poorest  health  is  also 
found  among  those  of  the  lower  classes  (Snead  &  Cockerham,  2002). 

These  intersections  create  unique  experiences  for  those  who  are  members  of  multiple 
oppressed  groups  and  as  a  result,  one  cannot  understand  the  experiences  of  people  unless  all 
are  taken  into  account.  It  does  not  make  sense  to  only  consider  one’s  gender  as  a  reason  for 
discrimination  when  racism  and  poverty  may  be  affecting  one’s  health  as  well.  It  is  important 
to  understand  the  experiences  of  people  who  face  multiple  oppressions  in  order  to  find  a  way 
to  combat  discrimination  against  them,  and  in  the  meantime,  help  them  to  cope.  Low-income 
African  American  women  living  in  rural  and  urban  North  Carolina  have  been  included  in  the 
present  study,  and  such  intersections  of  oppression  will  be  examined. 

This  section  has  covered  discrimination  and  its  effects  on  the  health  of  women, 
African  Americans,  and  specifically  African  American  women.  What  follows  is  a  description 
of  the  background  for  this  study,  including  the  theoretical  framework  on  which  it  was  based. 
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Study  Background 

Purpose 

Little  is  known  about  discrimination  experienced  by  urban  and  rural  African- 
American  women  living  in  North  Carolina  (Esposito,  2002),  though  research  suggests  that 
health  disparities  occur  in  this  group  (Fiscella  et  ah,  2002;  Weech-Maldonado  et  ah,  2003; 
Klassen  et  ah,  2002).  If  women  feel  that  they  are  discriminated  against  when  visiting  a 
healthcare  provider,  they  are  more  likely  to  mistrust  their  provider  and  less  likely  to  perform 
certain  health  behaviors  (Blanchard  &  Lurie,  2004;  Sheppard  et  ah,  2004).  Understanding  the 
meaning  of  discrimination  for  African-American  women  is  a  necessary  step  in  facilitating 
health  behaviors,  addressing  mistrust  in  the  healthcare  system  and  health  disparities.  To  gain 
a  better  understanding  of  the  experiences  of  discrimination  for  this  group,  a  descriptive, 
exploratory  study,  “Experiencing  Discrimination”  was  conducted  by  Dr.  Noreen  Esposito. 
The  specific  aims  of  this  study  were  to:  explore  (a)  perceptions  of  discrimination,  (b) 
experiences  with  discrimination,  and  (c)  perceptions  of  being  the  target  (or  knowing  of 
someone  who  was  the  target)  of  discrimination  based  on  race  (African-American  women), 
and/or  gender  (Esposito,  2002). 

This  study  is  part  of  a  larger  project  with  the  ultimate  goal  of  developing  culturally 
specific  and  appropriate  instruments  measuring  discrimination  experiences  within  healthcare 
for  low-income  African  American  women  living  in  rural  and  urban  North  Carolina. 
Understanding  this  population’s  experiences  and  perceptions  of  discrimination  first  will 
enable  Dr.  Esposito  and  colleagues  to  develop  measures  that  better  meet  the  needs  of  these 
women  in  the  future.  Not  only  will  the  findings  from  these  focus  groups  facilitate  the 
development  of  instruments,  but  it  can  also  be  used  to  develop  interventions  for  healthcare 
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providers,  and  healthcare  consumers,  interpersonal  interventions  for  providers  and  patients, 
as  well  as  directing  future  research.  These  implications  will  be  expanded  upon  in  the 
Discussion  Section  at  the  end  of  this  paper.  The  purpose  of  this  paper  is  to  present  a  portion 
of  the  findings  that  I  analyzed  under  the  direction  of  Dr.  Esposito. 

Statistics 

African-Americans  comprise  12.3%  of  the  U.S.  population  (United  States  Census, 
2002)  and  according  to  the  North  Carolina  Rural  Economic  Development  Center,  African 
Americans  make  up  21.6  %  of  the  population  of  North  Carolina  (2004).  The  present  study 
included  subjects  from  three  North  Carolina  counties:  Chatham,  Forsyth  and  Lenoir.  African 
Americans  comprise  17.1%,  25.6%,  and  40.4%  of  the  populations  of  each  of  these  counties, 
respectively.  The  ratio  of  providers  to  people  is  an  indicator  of  the  overall  health  of  a 
community  because  it  implies  whether  there  are  enough  providers  to  cover  the  population, 
and  enough  to  choose  from  to  find  satisfactory  care.  There  are  about  20.1  physicians  per 
10,000  people  in  North  Carolina.  The  number  varies  according  to  the  individual  counties. 
Chatham  County  has  7.9  physicians  per  10,000  people,  while  Forsyth  has  40.6,and  Lenoir 
has  18.9.  In  addition,  17.7%  of  the  North  Carolina  population  is  uninsured  (North  Carolina 
Rural  Economic  Development  Center,  2004).  Both  these  factors  present  obstacles  for 
African-American  women  in  receiving  quality  healthcare  in  North  Carolina. 

Theoretical  Framework 

Dr.  Esposito  adapted  the  theoretical  framework  for  this  study  from  two  existing 
frameworks.  One  is  a  framework  for  studying  race  and  health  and  the  other  is  for  studying 
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access  to  care  (Esposito,  2002).  A  conceptual  framework  assists  in  outlining  possible 
research  questions  and  relationships  as  well  as  providing  a  context  in  which  to  view  and 
understand  the  research  study  by  displaying  the  possible  relationships  between  study 
variables  (Ulin,  Robinson,  Tolley,  2005).  See  Figure  1  for  the  conceptual  model  of  the 
adapted  framework,  Theoretical  Framework  For  Discrimination  and  Flealth  Outcomes.  This 
study  only  focused  on  the  highlighted  portion  of  the  model  dealing  with  perceived 
discrimination  and  coping  responses  to  experiencing  discrimination. 

Dr.  Esposito  described  the  process  in  Figure  1  as  starting 
. .  .with  an  incident  such  as  exposure  to  a  negative  remark,  behavior  or 
representation  such  as  an  advertisement  from  an  individual  or  group  or 
institution.  If  the  receiver  views  the  incident  as  ambiguous,  the  person  may 
decide  not  to  view  the  experience  as  discrimination,  protecting  self-esteem 
and  maintaining  a  sense  of  social  control.  If  the  incident  is  unambiguous  to  the 
individual,  it  is  perceived  as  discrimination  with  a  context  (where,  who  did  the 
discrimination,  how  much  discrimination,  and  when).  The  individual’s 
predisposing  and  enabling  characteristics  as  well  as  internalized 
discrimination  and  fear  of  discrimination  affect  the  individual’s  vulnerability 
to  discrimination.  The  potential  response  is  mediated  by  emotional, 
instrumental  and  community  social  supports  that  may  buffer  the  stress 
response.  Social  support  may  be  used  as  a  coping  response,  or  a  coping 
response  (speaking  out,  writing  a  letter)  may  evoke  social  support.  Exposure 
to  previous  discrimination  may  produce  patterns  of  behavior  or  coping  that 


26 


Experiences  With  and  Perceptions  of  Discrimination 


minimize  or  increase  stress.  Stress  may  lead  to  negative  health  behaviors  and 
outcomes  (Esposito,  2002,  p.4). 

This  framework  displays  how  a  person  can  come  to  perceive  something  as  discriminatory, 
how  such  an  experience  can  lead  to  stress  and  subsequently  to  negative  health  outcomes,  and 
how  social  support  can  affect  the  impact  of  such  a  perception. 


The  following  section  of  this  paper  describes  different  qualitative  research  methods, 
as  well  as  the  specific  methods  that  were  used  in  this  exploratory  study.  The  Methodology 
section  also  covers  the  methods  used  for  data  collection,  management  and  analysis. 
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Figure  1.  Conceptual  Model  for  the  Theoretical  Framework  for  Discrimination  and  Health 
Outcomes 


(Esposito,  2002,  p.3) 
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Methodology 

Qualitative  methods 

This  qualitative  study,  funded  by  the  National  Institute  of  Nursing  Research,  followed 
a  descriptive,  exploratory  focus  group  approach,  with  semi-structured  interview  guides  that 
provided  the  narrative  data  for  the  study.  There  are  different  qualitative  approaches  to 
research,  however  they  all  are  founded  on  the  same  perspective  that  has  the  following  tenets: 

1 .  There  is  not  a  single  reality. 

2.  Reality,  based  on  perceptions,  is  different  for  each  person  and  changes  over  time. 

3.  What  we  know  has  meaning  only  within  a  given  situation  or  context”  (Bums  & 
Grove,  2003,  p357,  26). 

Whereas  quantitative  research  usually  begins  with  a  theory  and  then  studies  hypotheses 
related  to  the  theory,  qualitative  research  often  “builds  theory,  moving  from  observations  and 
open  questions  to  more  general  conclusions-an  inductive  process”  (Ulin  et  ah,  2005,  pl2). 
According  to  Bums  and  Grove,  (2003),  there  are  four  approaches  to  qualitative  research. 
These  four  approaches  are  as  follows: 

1 .  Phenomenological  Research-  The  purpose  of  this  type  of  research  is  “to  describe 
experiences  as  they  are  lived,  in  phenomenological  terms,  to  capture  the  lived 
experience’  of  study  participants”  (360).  Researchers  performing  phenomenological 
research  presuppose  that  participants  have  a  direct  effect  on  their  environment,  while 
the  environment  also  affects  the  participants.  Thus,  this  type  of  research  includes 
analysis  of  the  participants’  environments  as  well  as  their  behavior  and  ideas. 

2.  Grounded  Theory  Research-  This  type  of  research  originated  in  sociology  and  refers 
to  research  where  the  theory  is  developed  from  the  data.  Grounded  Theory  Research 
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is  founded  on  symbolic  interaction  theory  which  investigates  how  people’s  beliefs 
impact  their  actions,  and  how  they  subjectively  define  their  reality.  This  form  of 
qualitative  research  is  often  used  to  explore  new  areas,  with  little  prior  research  or  to 
develop  new  perspectives  on  familiar  research  topics.  Within  Grounded  Theory 
Research  there  are  four  modes:  descriptive,  discovery,  emergent  fit  and  intervention. 

3.  Ethnographic  Research-  This  type  of  research  is  derived  from  Anthropology  as  a  way 
of  studying  culture(s),  or  groups  of  people  with  shared  characteristics.  This  type  of 
research  usually  involves  immersing  oneself  in  the  culture,  in  order  to  gain  an  in- 
depth  understanding  of  the  beliefs,  values  and  behaviors  of  a  group  of  people. 

4.  Historical  Research-  This  approach  to  qualitative  research  studies  historical  events 
where  the  historian  “examines  what  has  been,  what  is  and  what  ought  to  be”  (369). 

The  present  study  did  not  follow  one  approach  entirely,  but  used  aspects  from  Ethnographic 
research  with  a  descriptive  mode.  The  descriptive  mode  of  qualitative  research  supplies 
thorough  detail  and  precedes  the  other  three  modes  in  Grounded  Theory  research  (discovery, 
emergent  fit  and  intervention).  The  descriptive  mode  answers  such  questions  as  “What  is 
happening  here?”,  “What  roles  are  apparent  here?”,  “What  are  the  steps  in  a  certain  process?” 
and  “How  does  a  patient  behave  in  certain  situations?”  (Bums  &  Grove,  2003,  p  364).  In 
essence,  this  study  was  a  focused  ethnography  that  examined  the  experiences  ol  a  group  of 
women  sharing  certain  characteristics:  living  in  Southern  United  States,  a  history  of 
oppression  and  bamers  to  healthcare  access.  In  this  case,  the  topic  was  specific  and  defined- 
discrimination  within  the  healthcare  setting,  and  only  certain  ethnographic  methods  were 
used.  Instead  of  observing  and  interviewing  participants,  only  focus  groups  were  used  to 


30 


' 


Experiences  With  and  Perceptions  of  Discrimination 


elicit  participant  information  (Morse,  2002).  The  results  reported  here  are  the  findings  from 
six  focus  groups  conducted  in  rural  and  urban  North  Carolina  between  2003  and  2004. 

Setting 

Focus  groups  were  conducted  in  six  different  locations  in  west  central,  central  and 
eastern  North  Carolina.  Sites  were  selected  to  maximize  recruitment  of  both  urban  and  rural 
African-American  women.  Settings  included  two  low-income  housing  developments  (urban); 
one  senior  citizen  housing  development  (urban),  two  rural  community  centers  in  Central 
North  Carolina  and  one  rural  church  setting  in  Eastern  North  Carolina. 

Participant  recruitment 

Participants  were  recruited  according  to  what  was  most  appropriate  to  their  specific 
community.  In  one  community,  fliers  were  posted  with  information  and  participants  were 
asked  to  sign  up  with  their  Resident  Advisor.  In  another  community,  fliers  were  posted, 
people  signed  themselves  up  and  attended  the  focus  group  on  their  own.  In  yet  another 
community,  residents  were  informed  of  the  research  during  a  community  meeting  and  then 
asked  to  sign  up  if  interested  in  participating.  It  is  important  to  note  that  participants  for  these 
focus  groups  were  recruited  through  their  own  communities  in  whatever  way  suited  that 
particular  community.  This  was  accomplished  by  contacting  key  individuals  who  assisted  in 
facilitating  access  to  the  groups.  Recruiting  subjects  in  this  way  allowed  participants  to  feel 
more  comfortable  in  participating  in  the  research  because  they  first  came  to  know  about  it 
through  the  familiarity  of  their  own  communities. 
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Women  who  responded  with  interest  in  participating  were  screened  to  ensure  they 
met  the  study  specifications.  The  women  had  to  be  eighteen  years  of  age  or  older,  African 
American,  and  English  speaking.  Recruitment  continued  until  all  slots  in  each  focus  group 
were  filled,  or  as  many  were  filled  as  possible  (Esposito,  2002).  Women  were  offered  $25 
each  for  their  participation  in  the  focus  groups.  See  Figure  2  for  an  example  of  what  was 
included  on  the  recruitment  flier. 


Figure  2.  Recruitment  Flier  for  “Experiencing  Discrimination” 


Are  you  an  African  American  woman  over  age  18? 

Have  you  experienced  discrimination? 

Have  you  ever  been  prevented  from  doing  something  or  made  to  feel  bad  because  you  are 
African-American? 

or 

because  you  are  a  woman? 

Take  part  in  a  study  and  share  your  views  about  discrimination. 

You  will  received  $25  for  participating. 

Participating  means  talking  with  a  small  group  of  other  women  and  a  researcher  about  your 
ideas  and  experiences.  The  interview  will  last  for  1  lA  hours.  For  more  information  or  i  f  you 
have  questions,  please  call  toll  free:  ###-###-#### 
or 

complete  form  below  and  place  in  locked  box 


The  sample 


This  convenience  sample  consisted  of  six  focus  groups  with  a  varying  number  of 
participants  in  each  group.  Table  1  displays  focus  group  characteristics. 
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Table  1.  Focus  Group  Characteristics,  n=61 


Focus  Group  1 

(Western  urban 
North  Carolina) 

Focus  Group  2 

(Western  urban 
North  Carolina) 

Focus  Group  3 

(Western  urban 
North  Carolina) 

Focus  Group  4 

(Central  rural 
North  Carolina) 

Focus  Group  5 

(Central  rural 
North  Carolina) 

Focus  Group  6 

(Central  rural 

North  Carolina) 

Ave. 

Participants 

Low-income 

African 

American 

Women 

Elderly,  low- 
income  African 
American 

Women 

Low-income 

African 

American 

Women 

Low-income 

African 

American 

Women 

Low-income 

African 

American 

Women 

Young,  low- 
income  African 
American  Women 

Age  Range 

37-79 

57-79 

22-69 

20-49 

17-45 

39-64 

32-64 

Number  of 
Participants 

18 

14 

9 

6 

5 

9 

10 

Development  of  Focus  Group  Guide 

There  are  different  methods  to  collecting  focus  group  data.  The  different  methods  are 
as  follows: 

1 .  Informal  conversational  interview-  In  this  type  of  interview,  there  are  no  preset 
questions,  and  the  questions  evolve  from  the  interview  process.  The  strengths  to  this 
method  of  collection  are  that  the  interview  is  free  to  go  in  whatever  direction  the 
participant  and  interviewer  want  to  take  it  in;  interviews  can  be  tailored  for  each 
participant,  and  the  interview  builds  on  the  experience  of  the  participant.  On  the  other 
hand,  this  type  of  questioning  can  lead  to  gaining  different  information  from  the 
different  participants;  it  is  less  systematic  and  can  lead  to  difficult  data  analysis  and 
interpretation  (Ulin  et  al.,  2005,  p43). 

2.  Interview  guide  approach-  In  this  form  of  data  collection,  the  issues  to  be  covcicd 
during  the  interview  are  determined  ahead  of  time,  although  the  researcher  has  the 
liberty  to  decide  the  sequence  and  wording  of  the  questions  during  the  interview.  The 
strengths  to  this  approach  are  that  having  preset  topics  leads  to  more  systematic 
collection  as  well  as  increases  the  inclusiveness  of  the  data.  However,  weaknesses 
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associated  with  this  method  are  that  interviewer  flexibility  with  wording  and 
sequencing  can  lead  to  different  responses,  and  certain  topics  may  be  omitted  from 
the  guide  (Ulin  et  al.,  2005,  p43). 

3.  Standardized  open-ended  interview-  In  this  type  of  interview,  the  wording  and 
sequencing  of  the  questions  are  both  determined  in  advance  of  the  interview  so  that 
participants  are  asked  the  exact  same  questions  in  the  exact  same  order.  Questions  are 
open  ended  to  participants  can  answer  questions  in  whatever  way  they  choose.  Since 
participants  answer  the  same  questions,  it  increases  the  comparability  of  their 
responses  as  well  as  comprehensiveness  of  the  topics.  In  addition,  this  method 
reduces  interviewer  bias  and  leads  to  easier  data  organization  and  analysis  since  the 
interviews  are  standardized.  However,  there  is  little  flexibility  with  this  method  which 
can  restrain  participants  in  their  responses  (Ulin  et  al.,  2005,  p43). 

4.  Closed,  fixed  response  interview-  In  this  method,  the  wording  and  sequencing  of 
questions  are  determined  ahead  of  time,  and  there  are  fixed  response  options.  This 
method  allows  for  easy  comparison  of  responses  and  easier  analysis  of  data. 

However,  this  method  is  the  most  restraining  on  participants  and  they  must  fit  their 
responses  into  the  categories  provided  for  them,  which  could  possibly  lead  to 
misrepresentation  of  participant  experiences  (Ulin  et  al.,  2005,  p43). 

Prior  to  the  beginning  of  any  focus  groups,  a  semi-structured  interview  guide  was 
developed  by  the  research  team.  The  guide  used  in  this  study  was  a  combination  ol  the 
Interview  Guide  Approach  and  the  Standardized  Open-Ended  Interview.  There  was  a  preset 
list  and  sequence  of  questions  to  be  asked,  along  with  probe  questions.  However,  the 


34 


Experiences  With  and  Perceptions  of  Discrimination 


facilitator  could  ask  any  relevant  follow-up  questions  as  needed  based  on  the  responses  of  the 
participants.  The  semi-structured  interview  guide  was  constructed  in  a  manner  that  allowed 
for  flexibility  in  questioning,  and  encouraged  probing  and  exploratory  questions  to  elicit 
greater  clarification  of  comments.  This  facilitates  the  emergence  of  new  concepts  which  can 
then  be  clarified  and  compared  in  later  groups.  In  addition,  the  researcher  can  eliminate 
“unproductive,  confusing,  or  redundant”  questions  (Krueger,  1998,  p51).  Because  the 
interview  guide  was  flexible,  it  was  adjusted  after  a  few  focus  groups  had  been  conducted  in 
order  to  elicit  more  information  about  the  women’s  experiences  specific  to  healthcare.  As  a 
result,  some  of  the  last  focus  groups  were  asked  questions  that  the  first  groups  were  not. 

The  focus  group  interview  guide  contains  various  types  of  qualitative  research 
questions.  The  majority  of  the  questions  were  experience/behavior  questions  which  were 
intended  to  elicit  descriptions  of  the  women’s  experiences  with  discrimination,  as  well  as 
how  they  responded  to  such  experiences.  Also  included  were  feeling  questions,  intended  to 
elicit  the  emotional  reactions  of  the  women  to  the  discriminatory  experiences.  Lastly, 
opinion/value  questions  were  included  in  order  to  probe  how  the  women  feel  discrimination 
within  healthcare  can  be  alleviated  (Ulin,  et  al.  2005,  p39).  We  also  collected  demographic 
data  by  giving  them  each  a  sheet  of  paper  with  consisting  of  background  questions.  See 
Figure  3  for  a  list  of  questions  asked  during  focus  groups. 
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Figure  3.  Focus  Group  Questions 


Focus  Group  Guide  Questions 

1 .  One  definition  of  discrimination  is  . . .  "when  someone  gets  treated  unfairly  because  of 
class,  race  or  gender  or  religion  or  whatever". 

2.  Do  you  have  any  different  definitions  of  discrimination? 

3.  What  experiences  have  you  or  someone  you  know  had  with  discrimination  in  the 
healthcare  setting? 

4.  Are  there  ways  that  someone  could  avoid  being  discriminated  against?  How? 

5.  Where  do  you  go  for  help  when  you  feel  you've  been  discriminated  against? 

6.  Do  you  ever  worry  about  being  discriminated  against?  How  does  that  worry  affect 
you? 

7.  What  can  be  done  to  stop  discrimination  within  healthcare? 

8.  What  responsibilities  do  you  think  providers  have  toward  their  patients,  if  any? 

9.  What  responsibilities  do  you  think  patients  have,  if  any? 

Examples  of  probe  questions: 

1 .  How  did  you  feel  about  that  experience? 

2.  How  did  you  react? 

3.  What,  if  anything  made  the  situation  better,  or  worse? 


Data  Collection 

There  are  many  different  methods  to  collecting  qualitative  data,  some  of  which  are  as 
follows: 

1 .  Freelisting  and  Pile  Sorts-  Participants  are  asked  to  make  lists  of  all 

experiences  related  to  a  certain  topic.  Then,  they  are  asked  to  organize  those 
lists  according  to  their  own  standards.  1  his  method  is  based  on  a  principle 
that  argues  that  people  make  sense  of  their  worlds  and  experiences  by 
organizing  those  experiences  into  classes.  How  participants  classify  their 
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experiences  indicates  certain  things  to  the  researcher  about  how  people 
interpret  their  experiences  (Ulin  et  al.,  2005). 

2.  Photo  Narrative-  In  this  method,  the  researcher  presents  the  participant  with 
something  visual,  such  as  a  poster,  picture  or  post  card,  and  then  asks  the 
particpants  to  discuss  what  it  means  to  them.  Participants  may  be  asked 
how  people  in  the  visuals  are  feeling  and  what  is  the  story  behind  what  they 
are  doing.  This  method  allows  participants  to  project  their  own  experiences 
onto  the  people  in  the  visuals  and  discuss  them  in  a  non-threatening  way 
(Ulin  et  al.,  2005). 

3.  Storytelling-  This  method  uses  stories  as  a  way  to  create  a  situation  in 
which  participants  discuss.  Imbedded  in  the  story  are  the  issues  that  the 
researcher  wants  to  cover  during  the  discussion  (Ulin  et  al.,  2005). 

4.  Body  Mapping-  In  this  method,  participants  are  asked  to  draw  a  picture  of 
the  human  body  relating  to  certain  questions.  This  method  is  particularly 
useful  in  gaining  insight  into  how  people  view  reproductive  and  other 
physiological  processes  (Ulin  et  al.,  2005). 

5.  Social  Network  Analysis-  This  method  of  data  collection  is  based  on  the 
idea  that  people  do  not  make  decisions  alone,  but  are  affected  by  their 
social  relations.  Social  Network  Analysis  helps  researchers  see  what  people 
do  and  how  they  think  in  relation  to  group  expectations  (Ulin  et  al.,  2005). 

6.  Participatory  Methods-  Participatory  research  does  not  include  just  one 
method,  but  can  include  many.  The  basis  for  this  type  of  research  is  that  it 
allows  participants  to  actually  work  with  researchers  to  identify  problems, 
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collect  and  analyze  data  and  then  to  make  decisions  on  how  to  address  what 
they  found.  Researchers  and  participants  work  as  partners  in  the  research 
process  (Ulin  et  al.,  2005). 

7.  Topic  Guides-  This  method  involves  the  use  of  a  topic,  question,  or 

interview  guide  that  the  researcher  follows  in  order  to  elicit  information 
from  one  person,  or  a  group  of  people  (Ulin  et  al.,  2005). 

Two  Topic  Guide  approaches  to  collecting  qualitative  data  are  individual  interviews 
and  focus  groups.  An  individual  interview  produces  in-depth  information  from  one  person, 
aided  by  the  interaction  with  the  interviewer,  while  a  focus  group  produces  information  that 
comes  from  the  interaction  of  many  people  and  many  perspectives  (Ulin,  et  al.  2005,  p44). 
Studies  focusing  on  values  and  beliefs  as  well  as  controversial  topics  are  well  suited  for  focus 
groups  (Ulin,  et  al.  2005,  p90).  It  is  vital  though,  that  participants  be  familiar  with  the  topic 
of  discussion  either  through  expertise  in  the  area  or  from  personal  experience.  In  this  case, 
we  were  focusing  on  personal  experiences  with  discrimination,  and  how  women  make  sense 
of  them.  Living  in  a  racist  and  sexist  society,  the  women  had  a  lifetime  of  personal 
experiences  with  both  racial  and  gender  discrimination  that  led  to  rich  discussions. 

Focus  groups  have  five  relevant  characteristics,  i.e.  they  consist  of  “(1)  people  who 
(2)  possess  certain  characteristics  and  (3)  provide  qualitative  data  (4)  in  a  focused  discussion 
(5)  to  help  understand  the  topic  of  interest”  (Kruger  &  Casey,  2000,  plO).  Focus  groups  are 
generally  composed  of  eight  to  ten  people,  depending  on  how  many  people  were  recruited 
(Ulin  et  al.,  2005,  p91).  Sometimes,  when  recruitment  is  small,  “mini-focus  groups”  can  be 
conducted  with  fewer  numbers  of  people  (Kruger  &  Casey,  2000).  People  included  in  locus 
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groups  should  be  similar  in  some  way  that  is  of  interest  to  the  researcher.  This  characteristic 
is  used  to  screen  participants  and  participants  are  told  about  their  similar  characteristics  in  the 
introduction  to  the  group.  The  goal  is  to  recruit  people  who  will  speak  openly  and  honestly, 
but  not  dominate  the  discussion  (Ulin  et  al.,  2005,  p91).  In  addition,  it  is  common  procedure 
to  conduct  numerous  focus  groups  so  that  patterns  and  themes  can  emerge  and  groups  can  be 
compared  (Krueger  &  Casey,  2000).  In  our  case,  participant  similarities  were  that  they  were 
low-income,  African  American  women,  living  in  North  Carolina.  In  addition,  we  conducted 
six  focus  groups  to  enable  theme  emergence  and  comparison.  Lastly,  although  the  facilitator 
tried  to  manage  problematic  participants,  there  were  a  few  instances  of  people  either 
dominating  the  discussion,  or  not  participating  at  all. 

For  this  study,  focus  groups  were  conducted  at  each  housing  community  to  make 
attendance  and  participation  easier  and  more  comfortable  for  the  participants  (Kruger  & 
Casey,  2000).  A  facilitator  and  note-taker  were  present  at  each  group.  The  role  of  the 
facilitator  is  to  “ask  questions,  listen,  keep  the  conversation  on  track,  and  make  sure  everyone 
has  a  chance  to  share”  (Kruger  &  Casey,  2000,  p9).  Because  the  focus  groups  were  held  with 
African  American  women,  an  African-American  facilitator  or  assistant  participated  in  each 
group  so  that  participants  would  feel  more  comfortable  with  sharing  their  experiences. 
However,  difficulty  finding  suitable  African-American  facilitators  during  collection  in  rural 
areas  required  the  presence  of  a  white  assistant  in  one  focus  group,  and  for  the  final  two 
focus  groups,  the  facilitator  was  white  and  the  assistant  was  Afncan-Amencan.  This  change 
did  not  produce  a  noticeable  difference  in  the  focus  groups.  Debriefing  sessions  were  held 
following  each  focus  group  between  the  lead  investigator,  facilitator  and  note  taker. 
Debriefing  sessions  gave  team  members  the  opportunity  to  discuss  initial  reactions  to  the 
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focus  group,  what,  if  anything,  was  unexpected,  and  what,  if  anything,  should  be  changed  in 
future  groups  (Krueger,  1998,  p50). 

A  facilitator  and  note  taker  were  present  at  each  focus  group.  The  facilitator  gained 
consent,  instructed  participants  about  how  the  focus  group  would  be  conducted,  asked 
questions  and  mediated  responses.  The  facilitator  also  instructed  participants  to  keep  what 
was  discussed  in  the  groups  confidential  in  order  for  the  women  to  feel  more  comfortable  in 
sharing.  A  main  recorder  and  microphone  were  used  to  record  the  focus  groups,  while  a 
second  recorder  and  microphone  were  used  in  case  the  first  failed.  The  note  taker  recorded 
responses  to  questions  in  the  event  the  recording  devices  failed  and  analysis  would  need  to  be 
performed  on  the  notes.  Fortunately,  that  never  happened.  Each  focus  group  was  recorded 
and  then  later  transcribed  verbatim  using  a  computer  program.  Then,  all  transcription 
documents  were  imported  into  Nvivo,  a  qualitative  data  analysis  computer  program,  and  then 
analyzed.  This  process  of  analysis,  “Transcript-Based  Analysis”  is  more  rigorous  and  “time¬ 
intensive”  than  tape-based,  note-based  or  memory-based  analysis,  which  are  other  qualitative 
analysis  options  (Krueger,  1998,  p45). 

Data  Management 

The  data  were  collected  using  microphones  and  digital  recorders.  Once  the  data  were 
collected,  each  tape  was  listened  to  and  then  transcribed  verbatim.  The  data  were  loaded  into 
a  computer  and  then  played  back  through  a  computer  program  to  enable  transcribing. 

Because  transcription  is  a  long  process  which  requires  editing  for  accuracy,  the  tapes  were 
listened  to  numerous  times,  allowing  the  assistant  to  become  lamiliar  with  the  data.  Then 
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each  transcript  was  imported  into  Nvivo,  a  qualitative  analysis  computer  program  that  assists 
with  data  storage,  organization  as  well  as  analysis. 


Data  Analysis 

Data  analysis  followed  a  process  from  reading  through  the  transcripts  to  identifying 
themes  within  the  data.  See  Figure  4  for  the  data  analysis  steps  followed  in  this  study. 


Figure  4.  Steps  in  Data  Analysis 


1 .  Reading  through  the  individual  transcripts 

2.  Coding  sections  using  major  focus  group  questions  as  initial 
categories 

3.  Adding  codes  for  emergent  issues 

4.  Organizing  codes  into  a  hierarchal  tree  structure  to  examine 
relationships  between  codes. 

5.  Developing  themes  from  the  coded  data. 

6.  Verifying  credibility  of  codes,  categories  and  themes  by 
comparing  them  to  narrative  data 


Coding  is  the  process  of  attaching  a  label  to  a  phrase,  story  or  experience.  Part  of 
coding  is  to  look  for  similarities  and  differences  in  the  data.  It  also  exists  as  a  way  to 
organize  and  analyze  data.  Coding  began  following  the  first  focus  group  and  there  was  no 
prg-ggt  code  list.  In  the  end,  there  was  a  total  ol  34  tree  codes  and  77  tree,  or  hierarchically 
organized  codes.  See  Figure  5  for  a  list  of  the  codes  relevant  to  this  report.  As  new  codes 
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emerged,  earlier  transcripts  were  revisited  and  re-coded,  thus  coding  was  an  iterative  process. 
Journals  were  also  kept  of  field  visits,  staff  meetings,  and  personal  thoughts  while  working 
with  the  data.  Once  all  the  transcriptions  were  coded  and  reviewed,  the  codes  were  studied  to 
see  what  themes  emerged  and  what  relationship(s)  existed  between  them.  Themes  are 
reoccurring  ideas,  experiences,  behaviors  and/or  feelings.  In  other  words,  themes  refer  to 
patterns  in  the  data.  We  considered  analyzing  the  data  by  focus  group,  however,  preliminary 
analyses  showed  that  the  focus  group  results  were  all  very  similar,  so  we  analyzed  across  all 
groups. 


Figure  5.  Experiencing  Discrimination  Code  List 


Things  we  discriminate  against 

Communication 

Gender 

Derogatory  name 

Race 

Disparaging  remark 

Age 

Difficulty  in  communicating 

Disability 

Behavioral  responses  to  discrimination 

Social  class 

Internal  responses  to  discrimination 

Insurance 

Blames 

Perceived  Discrimination 

Making  sense 

Rudeness 

Spirituality 

Derogatory  name 

Definitions  of  discrimination 

Disparaging  remark 

Ways  to  make  it  better 

Treated  as  unimportant 

Exercise 

Treated  with  disrespect 

Educating 

Encountering  intentional  barriers  to  care 

Spirituality 

Unintentional-system  barriers  to  care 

Settings  where  discrimination  happens 

Recognizing  discrimination 

Transportation 

How  people  discriminate 

Social  services 

Rudeness 

Healthcare 

Blocking  access  to  care 

Stores 

Creating  barriers  to  care 

Job 

Giving  inadequate  healthcare 

Not  listening  to  patient 

Educational  institution 
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Characteristics  of  Focus  Group  Participants 

Sixty-one  women  participated  in  the  focus  groups,  with  ages  ranging  from  17  to  89. 
Table  2  displays  key  demographic  characteristics  of  the  participants  across  all  six  focus 
groups.  It  covers  their  age,  highest  school  grade  completed,  and  number  of  children  they  each 
had. 


Table  2:  Participant  Age,  Education  Level  and  Number  of  Children,  n=61 


Characteristic 

Minimum 

Maximum 

Mean 

Age 

17 

89 

52.64 

Highest  Grade  of  School 
Completed 

2 

16 

10.77 

Number  of  Children 

0 

11 

2.5 

Table  3  displays  additional  demographic  characteristics  of  the  participants  and  the 
frequency  of  those  characteristics  in  the  sample.  Participants  were  asked  to  indicate  their 
marital  status  as  well  as  their  monthly  income  and  occupational  field.  The  majority  of  the 
women  were  either  single  (47.7%)  or  widowed  (18.03%).  Only  10%  of  the  participants  were 
currently  married  and  about  13%  were  divorced.  About  75%  of  the  women  made  less  than 
$675  a  month,  with  approximately  one  in  three  making  less  than  $400  a  month.  Around  two 
in  three  women  did  not  work,  and  of  those  who  did,  chore-worker  was  the  most  common  job 
description  provided. 
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Table  3.  Participant  Demographics,  n=61 


Characteristic 

N 

Percentage 

Marital  Status 

Single 

29 

47.54 

Married 

6 

9.84 

Divorced 

8 

12,12 

Separated 

5 

8.20 

Living  with  someone  as  married 

2 

3.28 

Widowed 

11 

18.03 

Monthly  Income 

No  answer 

3 

4.92 

<$400 

22 

36.07 

$400-$675 

19 

34.15 

>$675 

9 

14.75 

I  don’t  know 

8 

13.12 

Occupation/Field 

No  answer 

6 

9.84 

No  job 

38 

62.3 

Cook 

1 

1.64 

Nutritionist 

1 

1.64 

Maintenance 

1 

1.64 

House-keeper 

2 

3.28 

Chore-worker 

10 

16.39 

Nursing  Assistant 

1 

1.61 

Fast  Food 

1 

1.64 

Research  Ethics  and  Institutional  Review  Board 

Throughout  history,  there  have  been  unethical  medical  procedures  and  research 
studies  performed  involving  human  subjects,  some  of  which  have  already  been  discussed 
(See  Introduction).  In  response  to  such  human  rights  violations,  in  1974  the  National 
Research  Act  was  signed  into  law,  which  created  the  National  Commission  for  the  Protection 
of  Human  Subjects  of  Biomedical  and  Behavioral  Research.  The  Commission  developed 
three  ethical  principles  that  all  research  involving  human  subjects  must  follow. 


44 


' 


Experiences  With  and  Perceptions  of  Discrimination 


1 .  Respect  for  Persons-  This  ethical  principle  states  that  the  autonomy  of  all  people 
should  be  respected,  including  people  with  diminished  autonomy.  Autonomy  refers  to 
a  person’s  capacity  for  deliberation  and  self-determination.  Individuals  should  always 
be  fully-informed  when  participating  in  research  so  they  are  able  to  make  informed 
choices. 

2.  Beneficence-  This  ethical  principle  refers  to  two  rules  concerning  the  treatment  of 
human  subjects.  First,  researchers  are  not  to  do  anything  that  may  harm  a  subject  and 
second,  they  are  to  do  everything  they  can  in  order  to  maximize  benefits  and 
minimize  harms  associated  with  the  research. 

3.  Justice-  This  principle  refers  to  an  equal  distribution  of  benefits  and  burdens  in  terms 
of  the  research.  Research  violates  this  principle  when  those  who  are  burdened  by  the 
research  are  different  than  those  who  benefit  from  it  (The  Belmont  Report,  1979). 

In  order  to  ensure  that  these  principles  are  followed,  all  research  institutions  have  what  is 
called  an  Institutional  Review  Board  (IRB).  The  IRB  exists  to  review  all  research  proposals 
involving  human  subjects  to  make  sure  their  safety  and  rights  are  being  respected  throughout 
the  research  process.  It  also  reviews  research  proposals  to  ensure  that  all  institutional  policies 
and  procedures  are  being  followed.  Research  studies  may  not  begin  until  they  have  been 
approved  by  the  IRB.  All  aspects  of  the  study  “Experiencing  Discrimination”  were  submitted 
to  the  University  of  North  Carolina  at  Chapel  Hill,  School  of  Nursing  Institutional  Review 
Board  (IRB)  in  2002  and  were  approved  in  2002. 
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Focus  Group  Results 

The  Definition  of  “Discrimination” 

When  asked  about  the  definition  of  discrimination,  the  women  were  in  agreement  that 
it  was  defined  as  treating  someone  unfairly  because  of  their  race,  class,  gender,  religion, 
sexual  orientation  etc.  However,  some  women  believed  that  the  word  “discrimination”  means 
different  things  to  different  people,  depending  on  their  personal  characteristics.  For  example, 
what  a  black  woman  considers  discrimination  may  be  different  than  what  a  white  woman 
does.  Establishing  a  uniform  definition  of  discrimination  at  the  beginning  of  each  focus 
group  served  to  orient  the  women  to  the  kinds  of  discriminatory  experiences  we  were 
interested  in  as  well  as  ensuring  that  the  women  all  have  a  working  definition  of  the  main 
study  interest. 

Discriminatory  Experiences 

The  women  described  feeling  discriminated  against  for  a  variety  of  reasons  including 
their  ability  to  pay  for  healthcare  services,  their  appearance  when  they  sought  healthcare, 
their  skin  color,  their  age,  their  gender  and  their  physical  ability. 

Medicaid  and  Ability  to  Pay 

Women  in  all  six  of  the  focus  groups  had  experienced  or  witnessed  what  they 
considered  discrimination  within  the  healthcare  setting.  A  common  discriminatory 
experience  involved  healthcare  providers’  attitudes  toward  Medicaid  recipients.  The  women 
felt  that  providers  responded  negatively  toward  them  once  they  lealized  they  carried 
Medicaid  insurance.  Some  even  characterized  providers’  attitudes  as  rude.  One  woman 
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described  going  to  purchase  her  medication  at  a  pharmacy  and  the  reaction  she  received  from 
the  pharmacist  once  she  saw  her  Medicaid  card.  She  said  that  once  the  pharmacist  saw  her 
Medicaid  card,  her  whole  demeanor  changed  toward  her  and  she  responded  with  a  rude 
attitude. 

It  started  when  I  went  there  with  my  Medicaid  sticker.  At  first 
when  I  was  going  there,  counseling  services  was  providing  my 
medication  and  stuff  and  then  when  my  Medicaid  kicked  in, 
well  she  had  an  attitude  then.  When  my  Medicaid  kicked  in  and 
started  taking  over  certain  medications,  then  her  attitude  really 
really  got  nasty. 

When  asked  if  she  had  insurance  by  a  receptionist,  another  woman  indicated  she  had 
Medicaid.  Then  receptionist  made  rude  remarks  to  her,  and  asked  her  very  loudly  how  she 
planned  to  pay  for  her  care.  The  woman  said  she  felt  embarrassed  and  mad  that  she  was 
treated  in  such  a  way.  What  angered  her  the  most  was  that  a  woman  of  another  race  had 
indicated  she  had  Medicaid  too,  but  was  treated  with  more  respect. 

In  addition,  the  women  perceived  discrimination  on  the  basis  of  ability  to  pay  for 
services.  They  felt  that  they  were  being  discriminated  against  when  they  were  unable  to  pay 
for  needed  medical  services  and  prescriptions.  They  also  believed  that  there  was  a  divide 
between  the  quality  and  amount  of  care  given  to  people  with  higher  incomes  as  compared  to 
those  with  lower  incomes.  They  felt  that  quality  healthcare  was  positively  associated  with 
income  and  the  less  money  one  could  pay,  the  less  they  received  adequate  or  quality  care. 
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...sometimes  you  may  not  have  enough  money  to  pay  for  your 
physical prohlem-that ’s  discrimination.  Because  they  will  wait 
on  the  rich  people  ?nore  than  they  do  the  poor. 

Another  woman  complained  that  the  first  thing  her  provider  asks  her  about  is  whether  she  has 
enough  money  to  pay  for  the  healthcare  services  instead  of  the  status  of  her  health. 

Discrimination  Based  on  Appearance 

One  woman  described  feeling  that  her  healthcare  provider  mistreated  her  on  the  basis 
of  her  appearance  because  it  was  not  as  professional  a  look  as  some  of  the  other  patients. 
Another  woman  described  how  she  has  sit  back  and  observed  the  way  people  were  treated  by 
the  providers  and  healthcare  staff  She  had  observed  that  people  were  treated  badly  for  any 
number  of  reasons,  one  commonly  being  “the  way  you  dress”. 

And  I  felt  like  I  was  discriminated  against  because  of  my 
insurance  card ,  because  of  my  complexion,  and  maybe  because 
of  the  way  I  walked  in-my  appearance.  It  wasn  7  actually  a 
professional  look. 

Manifestations  of  Discrimination 

The  women  described  feeling  discriminated  against  in  a  variety  of  different  ways 
such  as  being  called  a  derogatory  name,  hearing  a  disparaging  remark  made  about  them, 
experiencing  rudeness  on  the  part  of  other  people,  being  waited  on  last  or  skipped  over  lor 
service,  receiving  second-rate  healthcare,  and  being  disrespected.  Many  women  described 
going  to  a  clinic  for  healthcare  and  being  made  to  wait  long  periods  ol  time  while  white 
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people  came  in  after  them  and  were  seen  first.  One  woman  described  knowing  someone  who 
was  actually  refused  medical  care.  She  assumed  it  was  because  of  his  race,  his  appearance 
and  his  ability  to  pay.  In  other  instances,  the  women  believed  that  providers  made 
assumptions  about  their  intelligence  and  treated  them  as  inferior  and  unintelligent.  One 
woman  described  an  experience  where  she  sought  healthcare  for  her  daughter.  She  sensed 
that  the  provider  was  irritated  with  her,  felt  she  was  taking  up  his  time  and  assumed  she  was 
not  intelligent  enough  to  know  when  and  if  her  child  was  sick. 

I  mean  I  think  he  just  thought  me  being  young,  black,  and  not 
knowing  no  better,  just  trying  to  take  up  his  time.  Like  I  told 
him  “I  got  a  little  more  education  than  you  think  I  got 
Because  I’m  on  Medicaid,  that  don ’t  mean  I  don  7  know  when 
something ’s  not  right  with  my  children. 

Gender  Discrimination 

Some  women  described  instances  where  they  felt  male  providers  did  not  take  their 
symptoms  seriously.  This  most  commonly  dealt  with  women’s  health  issues  such  as 
menstruation,  pregnancy,  and  childbirth.  One  woman  explained  that  she  felt  more 
comfortable  with  female  providers  because  she  thinks  they  can  understand  her  better  than  a 
male  can.  Another  woman  told  the  story  of  when  her  sister  went  into  labor.  Her  sister  had  a 
male  doctor,  and  she  believed  that  he  was  insensitive  to  her  sister’s  needs.  In  fact,  her  sister 
ended  up  losing  the  baby,  and  she  felt  that  the  doctor  was  not  understanding  or  supportive  at 
all.  She  attributed  this  to  him  being  a  white  male. 
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Making  Sense  of  the  Situation 

For  every  experience  mentioned,  the  women  had  a  reason  for  why  it  occurred.  Race, 
SES,  gender,  age,  physical  ability,  insurance  status  and  appearance  were  among  the  reasons 
listed.  However,  the  women  never  attributed  their  experiences  to  only  one  reason  but  to  a 
multitude  of  them. 

I  had  a  Medicaid  (card).  And  many  times  at  (names  two 
hospitals),  they  treat  you  according  to  your  race,  how  you  're 
dressed,  and  what  insurance  card  you  carry...  And,  it  all 
depends  on  what  mood  they  in.  Whether  it ’s  your  color  of  your 
skin,  the  way  you  dress,  where  you  live,  what  insurance  you 
have. 

Reactions  to  Discrimination 

When  faced  with  what  they  perceived  as  discrimination  in  the  healthcare  setting,  the 
women  responded  in  a  variety  of  different  ways.  One  such  way  was  refusing  treatment  from 
a  discriminatory  provider.  One  woman  described  a  time  when  she  visited  a  doctor  because 
she  was  in  pain.  The  provider  happened  to  be  white,  and  he  also  happened  to  dismiss  her  and 
her  symptoms.  He  told  her  to  come  back  some  time  later.  Instead  she  sought  a  second 
opinion,  this  time  with  an  African  American  provider,  who  told  her  that  had  she  waited,  she 
would  have  died.  When  another  woman  went  to  have  her  baby,  she  felt  she  was  mistreated 
during  her  stay  in  the  hospital.  As  a  result,  she  admonished  the  healthcare  staff  to  not  let  that 
certain  provider  into  her  room  because  she  felt  her  life  was  threatened  while  in  his  care. 
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Yes,  I  asked  the  doctors  to  tell  her  “ Don  t  cross  the  threshold 
in  my  room  .  Because  I  felt  that  I  was  in  danger,  seriously.  If 
you  don  7  care  enough  about  your  job  and  you  don  't  love  your 
profession  enough  to  want  to  know  everything  that  you  can 
learn  about  me,  and  if you  didn ’t  care  as  to  the  fact  that  I  was 
in  pain,  and  I’m  pregnant  because  of  the  insurance  card  that  I 
carry.  Then  who  ’s  to  say  if  I  take  a  turn  for  worse,  or  if  my 
baby  takes  a  turn  for  worse  while  I  ’m  in  here,  you  won  t  decide 
to  say  “Hmph,  oh  well,  just  another  nig”  and  walk  out  the 
door? ” 

Another  way  the  women  responded  to  discrimination  was  to  challenge  the  actions  and 
notions  of  the  provider.  One  woman  described  an  experience  when  she  sought  care  in  the 
Emergency  Room.  She  felt  she  was  treated  rudely  by  the  doctor  because  he  spoke  harshly  to 
her  and  made  inappropriate  remarks.  She  began  to  cry  and  warned  him  that  he  had  no  right  to 
speak  to  her  in  such  a  way. 

Also,  women  responded  by  seeking  a  second  opinion  or  new  provider  in  the  face  of 
discrimination.  When  one  woman  took  her  daughter  to  the  doctor  she  was  repeatedly 
dismissed.  The  doctor  claimed  there  was  nothing  wrong  with  her  daughter.  She  sought  a 
second  opinion  who  diagnosed  her  daughter  with  an  ear  infection  in  both  ears.  The  woman 
said  she  never  went  to  that  first  provider  again  once  the  ordeal  was  over  because  ot  his  lack 
of  concern  for  her  daughter. 
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Because  like  I  kept  telling  him  this  is  my  baby  and  I  know  my 
baby ,  but  ever  since  then  I’ve,  I’ve  never  ever  trusted  him  and 
refuse  to  take  my  children  to  him.  I  will  not. 


Lastly,  with  a  small  ratio  of  providers  to  people  in  rural  areas,  many  women  in  the 
rural  focus  groups  discussed  seeking  healthcare  in  the  larger  neighboring  cities.  When  feeling 
dissatisfied  with  the  small  number  of  providers  in  the  rural  area,  traveling  to  another  city 
could  be  an  inconvenient  but  acceptable  solution  to  finding  quality  and  respectful  healthcare. 
Some  rural  women  traveled  to  health  centers  in  adjacent  counties  which  have  more  resources 
for  care. 

Emotional  Responses  to  Discrimination 

When  faced  with  a  discriminatory  situation,  the  women  felt  a  multitude  of  different 
emotions  ranging  from  feeling  sad,  hurt  and  degraded  to  feeling  angry.  One  woman 
described  feeling  so  depressed  as  a  result  of  discrimination,  that  she  was  almost  hospitalized 
for  treatment.  When  asked  how  she  felt  about  the  discriminatory  experience,  one  woman  said 
she  felt  that  she  had  been  insulted,  and  that  it  was  a  humiliating  experience.  Another  common 
response  to  discrimination  was  distress.  When  asked  how  experiencing  discrimination  made 
her  feel,  one  woman  reported  that  discrimination  created  stress  for  herself  and  those  around 
her.  Not  only  did  discrimination  evoke  emotional  responses  from  the  women,  but  some 
women  also  experienced  physical  responses  such  as  nausea  and  sweating. 
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Improving  the  Situation 

Coping  Mechanisms 

When  asked  what  makes  things  better,  the  majority  of  the  women  responded  that  their 
spirituality  helps  them  cope  with  discriminatory  situations.  For  example,  one  woman 
reported  that  she  believed  prayer  could  change  the  situation  and  as  a  result  the  women  pray 
themselves  and  advise  family  and  friends  to  pray  as  well  when  faced  with  discrimination.  In 
response  to  how  she  deals  with  discrimination,  another  woman  indicated  that  she  continues  to 
pray  and  leaves  it  to  God.  When  asked  who  she  goes  to  for  help  when  she  cannot  avoid 
discrimination,  one  woman  replied  she  believes  that  going  to  God  is  the  only  way  for  her  to 
be  healed:  “I  go  to  God,  that’s  the  only  person  that  can  heal  me...”.  Praying  and  taking  one’s 
problems  to  a  higher  power  has  allowed  the  women  some  comfort  as  a  coping  mechanism 
when  faced  with  the  trials  of  discrimination. 

Other  coping  mechanisms  mentioned  by  the  women  were  exercise  and  talking  with 
their  friends  and  family.  One  woman  talked  about  how  she  joined  the  mall-walkers  to  help 
alleviate  the  stress  associated  with  experiencing  discrimination.  Other  women  discussed  how 
they  confided  in  their  friends  and  family  for  social  support  when  feeling  distressed  over  a 
discriminatory  experience. 

Eliminating  Discrimination 

The  women  reported  a  variety  of  different  ways  that  they  think  the  current  situation 
involving  discrimination  can  be  improved.  As  universal  words  of  wisdom,  one  woman 
recommended  that  people  look  past  the  color  of  one’s  skin  and  see  the  humanity  behind  it, 
that  “...we  look  upon  each  other  as  human  beings.  ..instead  of  color  .  More  specifically  to 
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the  healthcare  field,  many  women  believed  that  healthcare  providers  should  do  their  work  out 
of  a  genuine  desire  to  help  others,  and  not  for  the  salary  they  receive.  One  woman  argued  that 
medical  students  should  not  go  through  the  process  of  medical  school  for  the  money,  but  for 
the  love  of  people  and  a  desire  to  heal. 

In  healthcare,  when  you  go  through  school,  first  of  all  you 
can ’t  do  it  for  the  money.  It  has  to  be  a  love  thing.  It  has  to  be 
down  in  your  heart  and  your  spirit  to  want  to  help  and  not 
want  to  see  another  human,  breathing,  nobody  suffer  and  hurt. 

In  terms  of  employers,  one  woman  suggested  that  white  nurses  be  charged  with 
caring  for  African-American  patients  and  African-American  nurses  be  charged  with  caring 
for  white  patients.  She  believed  this  would  allow  people  of  both  races  to  get  to  know  each 
other  in  order  to  see  past  skin  color.  She  also  said  she  would  tell  her  employees  that  they 
should  treat  their  patients  as  if  it  were  their  parents.  In  addition,  the  women  felt  that  before 
hiring  someone  to  work  in  the  health  field,  employers  should  inquire  about  that  person’s 
intentions  and  reasons  for  seeking  healthcare  work.  More  specifically,  she  felt  that  employers 
should  screen  potential  candidates  in  order  to  find  out  their  true  motivation  for  their  work.  If 
that  motivation  turned  out  to  be  money  instead  of  a  desire  to  help,  then  that  person  should  not 
be  hired  for  the  position. 

Patient-Provider  Relationship 

The  women  also  gave  a  lot  of  suggestions  for  improving  the  quality  of  the  patient- 
provider  relationship  in  terms  of  creating  a  patient-centered,  trusting,  open  environment. 

First,  they  believe  it  is  absolutely  necessary  to  ask  questions  when  meeting  with  a  healthcare 
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provider.  One  woman  described  how  when  providers  use  tenninology  she  is  unfamiliar  with, 
she  always  insists  on  asking  questions  to  ensure  she  understands  everything  before  she  leaves 
the  office.  The  women  also  feel  that  they  should  always  be  truthful  with  their  healthcare 
provider  so  that  their  provider  can  give  the  most  appropriate  care.  One  woman  commented 
that  having  a  good  relationship  with  the  provider  leads  to  more  honesty  on  the  part  of  the 
patient.  She  felt  that  not  being  honest  with  one’s  provider  puts  one  at  risk  for  receiving 
unnecessary  healthcare.  In  addition,  the  women  say  that  the  providers  should  always  explain 
things  to  patients  in  easy-to-understand  language.  Patients  cannot  make  fully-informed, 
autonomous  decisions  if  their  conditions  are  not  explained  to  them  in  ways  they  can 
understand.  The  women  also  feel  that  providers  should  always  listen  to  their  patients;  no  one 
knows  their  body  better  than  that  person,  so  providers  can  learn  a  lot  from  their  patients. 
When  asked  how  she  felt  her  provider  was  being  discriminatory,  one  woman  answered  that 
she  felt  her  provider  was  simply  not  listening  to  what  she  had  to  say  regarding  her  health  and 
her  symptoms.  In  sum,  according  to  the  women,  enhancing  the  patient-provider  relationship 
and  especially  patient-provider  communication  can  work  wonders  in  improving  situations 
which  people  may  perceive  as  discriminatory  within  the  healthcare  setting. 

Patient  and  Provider  Responsibility 

The  women  reported  that  patients  do  have  a  responsibility  when  it  comes  to  receiving 
healthcare.  Patients  have  the  responsibility  of  informing  the  provider  as  thoroughly  as 
possible  about  why  they  are  there  and  their  symptoms.  In  other  words,  “To  tell  you  what’s 
wrong  with  me-  to  tell  you  why  I  came  to  see  you”.  In  addition,  the  women  believed  that 
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patients  must  always  be  open  and  honest  with  their  providers  in  order  to  receive  the  most 
appropriate  healthcare. 

First  and  foremost,  the  women  felt  that  providers  have  a  responsibility  to  their 
patients  to  provide  them  with  efficient  care.  When  asked  what  her  provider’s  responsibilities 
are,  one  woman  answered  that  providers  are  supposed  to  listen  to  the  patients’  complaints, 
and  figure  out  what  is  wrong  with  them.  In  addition,  the  women  expect  that  when  receiving 
healthcare,  they  should  be  treated  with  respect  by  all  healthcare  staff-  ranging  from  the 
administrative  assistants  to  the  providers  themselves.  They  also  expect  to  receive  respectful 
care  regardless  of  the  insurance  they  have.  When  asked  whether  a  provider’s  responsibility 
differs  according  to  the  insurance  a  patient  has,  one  woman  remarked  that  the  responsibility 
is  the  same  because  the  provider  will  still  be  paid  either  way.  Differential  treatment  based  on 
insurance  status  is  a  reality  for  these  women,  however  they  feel  that  it  is  in  opposition  to  the 
underlying  principle  of  healthcare.  They  believe  that  healthcare  professionals  should  want  to 
help  people  and  providing  care  means  providing  it  with  respect,  regardless  of  color,  gender, 
appearance  and  insurance  status. 
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Discussion 

Summary  of  Results 

This  descriptive,  exploratory  study  sheds  light  on  the  experiences  and  perceptions  of 
low-income  African  American  women  in  urban  and  rural  North  Carolina.  It  details  how  this 
group  of  women  perceive  their  encounters  with  healthcare  providers  and  what  kinds  of 
behaviors  they  view  as  discriminatory.  In  addition,  it  reveals  the  many  ways  African 
American  women  respond  to  and  cope  with  such  situations,  as  well  as  their  suggestions  for 
improving  the  patient-provider  relationship.  This  study  also  illuminates  the  different  ways  in 
which  race,  gender,  socioeconomic  status,  and  region  of  residence  can  interact  to  create 
situations  of  inequality  and  perceptions  of  discrimination. 

It  has  been  found  that  low-income  persons  report  higher  levels  of  mistrust  in  their 
providers  and  the  healthcare  system  (Becker  &  Newsome,  2003).  Low-income  African 
Americans  have  reported  perceiving  the  following  situations  as  discriminatory:  whites 
arriving  later  and  being  seen  first  at  a  healthcare  clinic,  providers’  reluctance  to  try  different 
medicines  or  to  treat  a  condition  more  aggressively,  and  waiting  for  hours  to  be  seen  in  an 
emergency  room  (Becker  &  Newsome,  2003).  Of  the  many  experiences  recounted  by  the 
women  in  this  study,  being  waited  on  after  whites  and  being  made  to  wait  long  periods  of 
time  before  receiving  care  were  mentioned  as  discriminatory  experiences  within  healthcare. 

Other  studies  have  shown  that  African  Americans  are  more  likely  to  perceive  their 
providers  as  looking  down  on  them,  more  likely  to  report  being  treated  with  disrespect  during 
their  healthcare  visit  (Collins,  Tenney  et  al.,  2002),  and  more  likely  to  feel  they  were  spoken 
to  rudely  and  ignored  (Collins,  Hughes  et  al.,  2002).  In  addition,  African  Americans  are  more 
likely  to  say  they  have  been  treated  unfairly  or  with  disrespect  due  to  their  ability  to  pay  for 
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healthcare  services  and  that  they  believe  they  receive  lower  quality  care  as  compared  to 
whites  (Lillie-Blanton  et  ah,  2000).  This  study  found  similar  results  where  the  women  felt 
that  they  were  treated  with  disrespect,  spoken  to  rudely,  or  dismissed  during  their  healthcare 
visits,  hi  addition,  many  women  described  experiences  where  they  felt  they  were  treated  with 
disrespect  as  a  result  of  their  Medicaid  card  and  that  had  they  been  white,  they  would  have 
received  higher  quality  care. 

People  employ  many  different  methods  for  coping  with  stressful  situations.  One  study 
has  found  that  African-American  elders  tend  to  rely  on  their  spirituality  to  cope  with 
situations  they  perceive  as  discriminatory  (Shellman,  2004).  The  women  in  this  study 
repeatedly  mentioned  their  spirituality  and  religion  as  enabling  them  to  deal  with 
discriminatory  situations.  They  described  “going  to  God”  with  their  problems,  praying  for 
guidance,  and  counseling  family  members  to  do  the  same  when  faced  with  similar  situations. 
Of  all  the  coping  mechanisms  mentioned,  spirituality  was  the  most  common. 

Relevance  to  Health  Behavior  and  Health  Education  Theory 

Intrapersonal  Theory 
Health  Belief  Model 

The  Health  Belief  Model  (HBM)  consists  of  various  constructs  that  all  work  together 
to  explain  health  behavior  change  at  the  intrapersonal,  or  individual  level.  It  is  a  value- 
expectancy  theory  meaning  that  “l.the  desire  to  avoid  illness  or  to  get  well  (value),  and  2.  the 
belief  that  a  specific  health  action  available  to  a  person  would  prevent  (or  ameliorate)  illness 
(expectation)”  (Glanz,  Rimer,  &  Lewis,  2002,  p47).  Figure  6  displays  the  relationships 
between  the  constructs  of  HBM.  The  five  constructs  of  the  theory  are  as  follows: 
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•  Perceived  susceptibility  refers  to  how  at  risk  for  a  certain  condition  people 
perceive  themselves  to  be. 

•  Perceived  severity  refers  to  how  serious  a  person  believes  a  condition  and  its 
consequences  to  be. 

•  Perceived  benefits  refer  to  the  belief  that  taking  the  recommended  action 
will  prove  positive  in  some  way. 

•  Perceived  barriers  are  an  individual’s  perceptions  of  negative  consequences 
associated  with  performing  a  certain  health  behavior. 

•  Lastly,  cues  to  action  are  things  that  encourage  or  trigger  the  health  behavior 
(Glanz  et  al.,  2002). 

It  has  been  found  that  a  negative  relationship  and  miscommunication  between  provider  and 
patient  leads  to  mistrust  in  the  provider  (Collins,  Hughes  et  al.,  2002;  Blanchard  &  Lurie, 
2004),  which  then  leads  to  noncompliance  with  medical  advice  and  not  seeking  preventive 
screening  (Blanchard  &  Lurie,  2004;  Sheppard  et  al.,  2004).  The  HBM  is  one  way  in  which 
health  educators  can  begin  to  understand  and  address  these  unhealthy  behaviors  stemming 
from  perceptions  of  discrimination.  Specifically,  in  this  case,  perceiving  one’s  provider  to  be 
discriminatory  creates  perceived  barriers  to  seeking  healthcare.  In  addition,  if  one  thinks 
their  provider  is  discriminatory,  they  may  be  less  likely  to  trust  their  medical  advice  or  the 
perceived  benefits  of  following  such  advice.  Perceptions  of  discrimination  create  such  health 
determinants  which  can  be  applied  to  HBM.  Modifying  factors  in  HBM  are  individual 
characteristics  such  as  age,  race,  SES  etc.  These  are  especially  relevant  in  the  case  of 
discrimination  since  they  would  tend  to  affect  how  a  patient  perceives  her  provider’s 
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behavior,  and  whether  or  not  they  consider  it  discriminatory  on  the  basis  of  their  personal 
characteristics.  Constructs  relevant  to  this  study  are  highlighted  in  Figure  6. 


Figure  6.  Conceptual  Model  for  Health  Belief  Model 


(Glanz  et  al.,  2002,  p52) 


However,  using  such  a  theory  puts  the  responsibility  on  the  weight  of  the  patient  to 
change  her  behavior  even  if  the  behavior  of  the  provider  does  not  change.  This  is  problematic 
since  it  is  the  discriminatory  behavior  ol  the  provider  that  creates  barriers  to  healthcare,  and 
not  characteristics  of  the  individual.  Health  Belief  Model  is  one  theory  that  can  be  used  to 
understand  the  relationship  between  discrimination  and  health  behavior,  as  well  as  to  design 
possible  interventions  to  address  this  problem.  However,  tor  the  reasons  mentioned,  it  may 
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not  be  the  most  optimal  health  education  theory  to  utilize  in  the  situation  of  interpersonal 
discrimination. 

Interpersonal  Theory 
Social  Cognitive  Theory 

Social  Cognitive  Theory  (SCT)  is  especially  applicable  to  discrimination  because  it 
emphasizes  reciprocal  determinism,  which  is  the  idea  that  there  is  an  interaction  between  a 
person,  her/his  behavior  and  their  environment-each  has  an  effect  on  the  others  (Glanz  et  al., 
2002).  In  the  case  of  discrimination,  a  provider’s  discriminatory  behavior  may  have  an  effect 
on  the  behavior  of  their  patients,  such  as  patients  following  medical  advice  and  seeking 
preventive  screening.  SCT  theory  defines  a  person’s  environment  as  factors  that  are  external 
to  the  person,  e.g.,  the  patient’s  provider,  healthcare  clinic,  family,  friends  etc  (Glanz  et  al., 
2002).  Also  important  is  how  patients  perceive  these  environments,  referred  to  as  situation.  If 
a  patient  thinks  that  her  provider  is  discriminatory  (regardless  of  whether  that  is  true)  they 
may  be  less  likely  to  engage  in  healthy  behavior  at  the  request  of  their  provider.  In  addition, 
in  the  event  that  a  patient  feels  they  are  being  discriminated  against,  she  can  rely  on 
emotional  coping  responses  to  help  her  overcome  the  situation  (Glanz  et  al.,  2002).  These 
SCT  constructs  are  especially  applicable  to  the  problem  of  discrimination  and  offer 
intervention  targets  for  health  educators  to  address  the  problem. 

In  the  case  of  one’s  environment,  interventions  can  be  aimed  at  providers  in  teaching 
them  how  to  be  more  supportive  of  their  patients,  and  to  be  less  discriminatory.  To  change 
how  a  patient  perceives  her  situation,  health  educators  can  work  to  correct  any 
misperceptions  that  the  patient  has  about  her  provider.  This  would  be  helpful  in  a  case  where 
the  patient  is  misperceiving  her  provider  as  discriminatory  and  the  misperceptions  can  be 


61 


■ 

A 


Experiences  With  and  Perceptions  of  Discrimination 


resolved,  leading  to  more  trust  in  the  provider  and  better  health  behaviors  for  the  patient. 
Health  educators  can  also  work  with  patients  to  train  them  in  stress  management  and  coping 
strategies  in  the  event  they  are  faced  with  a  discriminatory  situation  (Glanz  et  al.,  2002).  This 
does  not  excuse  the  behavior  of  the  provider,  but  only  helps  the  patient  to  deal  with  the 
situation  and  hopefully  continue  with  their  medical  treatments  and  health  behaviors.  SCT 
addresses  a  shortcoming  of  the  HBM  because  it  is  not  focused  solely  on  the  patient’s 
thoughts  and  behaviors,  but  on  the  provider’s  as  well. 

Social  Networks  and  Social  Support 

Studies  show  that  social  support  can  have  positive  effects  on  one’s  health  as  well  as 
their  health  behaviors.  Social  support  has  been  found  to  lead  to  increased  survival  in  the  case 
of  cardiovascular  disease,  as  well  as  to  help  someone  cope  with  life  stressors  and  decrease 
the  negative  health  effects  of  stress  (Glanz  et  al.,  2002).  Figure  7  displays  the  relationships 
between  social  support,  stress,  health  and  health  behaviors,  with  the  relevant  constiucts 
highlighted.  In  the  case  of  discrimination,  social  support  interventions  can  help  to  improve 
patient’s  health  behaviors  as  well  as  their  coping  responses. 

The  following  are  the  four  types  of  social  support: 

•  Emotional  support-  empathy,  love,  trust 

•  Instrumental  support-  aid,  help  and  services  to  assist  someone  in  need 

•  Informational  support-  advice,  information  and  suggestions 

•  Appraisal  support-  offering  information  and  constructive  feedback  that  can 
be  used  in  self-evaluation  (Glanz  et  al.,  2002). 
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Figure  7.  The  Relationships  between  Social  Support,  Health  and  Health  Behaviors 


(Glanz  et  ah,  2002,  pi 90) 

Social  support  can  be  provided  in  formal  and  informal  relationships  so  providers  as 
well  as  the  family  and  friends  of  patients  can  be  the  targets  for  interventions.  In  addition,  it  is 
the  patient's  perceptions  rather  than  objective  behaviors  of  the  provider  that  are  most 
strongly  linked  with  the  patient’s  health  (Glanz  et  al.,  2002).  As  a  result,  possible  health 
education  interventions  can  focus  on  teaching  those  involved  with  the  patient  how  to  give 
effective  social  support  in  a  way  that  the  patient  positively  perceives  it.  It  may  be  most 
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common  for  providers  to  offer  their  patients  informational  support,  while  leaving  the  other 
forms  to  family  and  friends.  In  order  to  create  a  trusting  environment  free  from  perceptions 
of  discrimination,  providers  can  also  be  trained  on  how  to  provide  effective  emotional  and 
appraisal  support  for  their  patients. 

Stress  and  Coping 

Interpersonal  discrimination  creates  stress  for  the  person  experiencing  it,  which  can 
lead  to  negative  health  effects.  The  better  a  person  can  cope  with  such  stress,  the  better  their 
health  outcomes  can  be  (Glanz  et  al.,  2002).  Figure  8  displays  the  relationships  between 
experiencing  stress,  coping  and  health  outcomes,  with  the  relevant  constructs  highlighted. 
This  framework  can  be  used  to  better  understand  how  women  perceive  and  cope  with 
discriminatory  situations,  and  how  to  better  help  them  cope  with  such  situations. 

Of  primary  importance  to  the  issue  of  discrimination  are  a  few  key  concepts  in  this 
framework.  They  are  highlighted  in  the  figure  and  their  definitions  are  as  follows: 

•  Primary  appraisal  refers  to  the  evaluation  of  how  significant  or  threatening 
a  certain  stressful  event  is. 

•  Secondary  appraisal  refers  to  how  in  control  the  person  feels  they  are  in 
relation  to  the  stressor,  and  what  coping  resources  they  have  in  their 
possession. 

•  Coping  efforts  refer  to  the  strategies  and  tactics  used  to  mediate  both 
appraisals.  Of  such  efforts,  there  are  problem  management  and  emotional 
regulation.  Problem  management  refers  to  strategies  and  tactics  aimed  at 
changing  the  stressful  situation  while  emotional  regulation  are  strategies  and 
tactics  aimed  at  changing  how  the  person  feels  about  the  stressful  situation. 
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•  Meaning-based  coping  refers  to  coping  processes  that  lead  to  positive 

emotion  and  create  meaning  out  of  stressful  situations.  Such  positive 
outcomes  can  consist  of  positive  appraisals,  spiritual  beliefs,  and  revised 
personal  goals. 


Figure  8.  The  Transactional  Model  of  Stress  and  Coping 


(Glanz  et  al.,  2002,  p214). 


Interventions  aimed  at  changing  how  a  patient  perceives  a  situation  can  lead  to 
changes  in  their  primary  appraisals  of  such  situations.  If  the  situation  is  not  perceived  as 
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threatening,  then  little  stress  results.  And  less  stress  contributes  to  better  health.  Interventions 
aimed  at  changing  how  in  control  a  person  feels  over  a  situation  can  lead  to  better  coping.  If 
patients  feel  they  have  recourse  in  the  case  of  discrimination,  they  may  be  better  able  to  cope 
with  such  situations.  In  addition,  interventions  can  be  aimed  at  giving  patients  more  coping 
resources  for  such  situations  such  as  problem  solving,  seeking  social  support  and  expressing 
feelings.  Lastly,  the  women  in  the  present  study  were  already  using  meaning-based  coping  in 
their  discriminatory  experiences  with  providers.  The  majority  of  the  women  used  those 
negative  experiences  as  a  reason  to  turn  to  their  spiritual  beliefs,  something  they  found 
positive  and  encouraging.  Sometimes,  they  sought  second  opinions  as  well. 

Community  Organization  and  Community  Empowerment 

Communities  can  be  defined  as  1.  functional  units  meeting  sustenance  needs,  2.  units 
of  social  interaction,  3.  units  of  collective  identity,  and  4.  units  of  political  action  (Glanz  et 
ah,  2002).  Such  units  can  come  together  to  address  their  own  needs  and  create  change 
leading  to  empowerment,  or  the  process  by  which  communities  “gain  mastery  over  their  lives 
in  the  context  of  changing  their  social  and  political  environment  to  improve  equity  and 
quality  of  life”  (Glanz  et  al.,  2002,  p289).  Community  empowerment  involves  taking  power 
by  resisting  the  present  power  structure  and  enhancing  community  relationships.  Such 
usurpation  of  power  can  give  communities  more  bargaining  power  so  they  can  address  and 
change  whatever  problems  they  are  facing.  Racial  and  gender  discrimination  in  general  is 
cause  for  concern  no  matter  what  area  it  happens  in:  home,  work,  healthcare  etc. 
Communities  working  to  empower  themselves  can,  in  the  long  run,  work  to  end  racial  and 
discrimination  because  it  will  cause  a  change  in  the  power  balance.  Oppiessed  communities 
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will  have  more  resources,  more  access  and  more  power  and  be  less  vulnerable  to  instances  of 
discrimination,  something  that  the  current  power  structure  allows.  Programs  can  be 
developed  to  help  African  American  women  work  to  empower  themselves  and  their 
communities  as  a  way  of  addressing  the  problem  of  racial  and  gender  discrimination. 

Relevance  to  Health  Behavior  and  Health  Education  Intervention  Methods 

Presenting  Information 

A  main  component  of  HBHE  interventions  is  the  presentation  of  information.  As  a 
result,  the  way  the  information  is  presented  is  key  to  its  acceptance  by  the  audience.  Correct 
body  language,  appropriate  stage  presence  and  presentation  techniques  are  important 
(Bensley  &  Brookins-Fisher,  2003).  The  first  step  in  creating  an  effective  presentation  is  to 
understand  the  needs  of  the  target  audience.  One  such  way  to  do  this  is  to  conduct  a  needs 
assessment,  which  provides  information  about  the  target  audience  such  as  their  strengths, 
limitations  and  problems  they  wish  to  address.  These  assessments  can  also  lead  to  better 
understanding  about  the  learning  styles  of  the  population  and  direct  the  planning  of  the 
presentation  (Bensley  &  Brookins-Fisher,  2003).  Although  the  current  study  was  not  a  needs 
assessment,  it  did  provide  important  information  as  to  the  experiences  of  rural  and  urban 
low-income  African  American  women  in  North  Carolina.  The  results  of  this  study  can  be 
used  to  design  population  specific  presentations  or  as  a  foundation  for  a  more  thorough 
assessment  in  order  to  design  such  interventions. 

Tailoring 

Tailoring  refers  to  developing  health  education  materials  aimed  at  reaching  a  certain 
person  or  population.  The  Elaboration  Likelihood  Model  posits  that  people  are  “more  likely 
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to  process  information  thoughtfully  if  they  perceive  it  to  be  personally  relevant”  (Bensley  & 
Brookins-Fisher,  2003,  p257).  The  different  reasons  for  tailoring  health  education  materials 
according  to  the  Elaboration  Likelihood  Model  are  as  follows: 

1 .  By  tailoring  materials,  superfluous  information  is  eliminated 

2.  The  information  that  remains  is  more  personally  relevant  to  the  recipient 

3.  People  pay  more  attention  to  the  information  they  perceive  as  personally  relevant 

4.  Personally  relevant  information  that  is  attended  to  is  more  likely  to  lead  to  thoughtful 
consideration  of  factors  that  could  facilitate  or  hinder  behavior  change 

5.  When  information  specifically  tailored  to  the  unique  needs  of  an  individual  is 
attended  to  and  thoughtfully  processed,  it  will  be  more  useful  than  nontailored 
information  in  helping  the  person  enact  desired  behavioral  changes  (Bensley  & 
Brookins-Fisher,  2003,  p257). 

Central  to  developing  tailored  health  education  materials  is  understanding  the  target 
population.  In  order  to  reach  the  target  population,  health  educators  must  learn  about  the 
personal  values,  cultural  norms,  living  patterns  and  social  networks  of  the  population 
(Bensley  &  Brookins-Fisher,  2003).  It  is  suggested  that  a  tailoring  assessment  be  conducted 
in  order  to  gather  such  information.  While  this  study  did  not  include  such  an  assessment,  the 
findings  can  be  used  to  learn  more  about  low-income  African  American  women  in  North 
Carolina  as  a  population.  As  a  result,  this  information  can  be  used  to  develop  culturally 
specific,  tailored  health  education  materials  for  this  population. 
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Relevance  to  Health  Behavior  and  Health  Education  Research  Methods 

Facilitating  Groups 

Focus  groups  were  used  in  this  study  to  collect  data  regarding  the  discriminatory 
experiences  of  low-income  African  American  women.  As  a  result,  certain  things  can  be 
learned  from  these  focus  groups  in  order  to  conduct  better  focus  groups  in  the  future.  A  good 
facilitator  is  key  to  having  good  focus  groups.  In  this  series  of  focus  groups,  there  were 
instances  where  one  participant  dominated  the  conversation,  as  well  as  instances  where  some 
people  did  not  participate  at  all.  By  listening  to  the  audiotapes  of  the  focus  groups  and 
analyzing  facilitator  behavior,  responses  and  skills,  one  can  develop  strategies  to  make  future 
focus  groups  more  productive.  Facilitators  can  be  trained  in  advance  as  to  how  to  confront 
such  obstacles  as  difficult  participants  as  well  as  how  to  properly  follow-up  on  responses. 

Study  Strengths  and  Limitations 

The  main  strength  of  this  study  is  that  it  included  a  population  that  is  not  widely 
represented  in  the  literature.  There  are  increasing  amounts  of  research  being  performed 
including  minorities  due  to  more  and  more  reports  of  racial  and  ethnic  health  disparities. 
However,  not  many  studies  have  included  both  urban  and  rural,  low-income  African 
American  women  residing  in  North  Carolina.  This  research  study  presented  this  group  of 
women  with  the  unique  opportunity  of  voicing  their  stories.  In  addition,  both  urban  and  rural 
women  were  included  in  this  study  to  see  how  their  experiences  compared.  Living  in  rural 
areas  presents  distinctive  barriers  to  healthcare  and  this  study  explored  this.  The  goal  of  this 
research  was  to  give  voice  to  these  groups  of  North  Carolina  women  and  to  learn  about  their 
healthcare  experiences.  This  goal  was  met. 
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In  addition,  the  results  of  this  study  provide  the  foundation  for  many  other  projects. 
These  results  can  be  used  to  test  hypotheses,  direct  future  research  concerning  the 
relationships  between  discrimination,  stress,  coping,  health  behavior  and  patient-provider 
relationship.  In  addition,  these  findings  can  be  used  to  create  population  specific  instruments 
as  well  as  tailored  interventions. 

The  majority  of  existing  research  on  discrimination  compares  African  American 
responses  with  white  responses  Barnes  et  al.,  2004;  Dole  et  al.,  2004;  Fiscella  et  al.,  2002; 
Klassen  et  al.,  2002;  LaVeist  et  al.,  2002;  Lillie-Blanton  et  al.,  2000;  Weech-Maldonado  et 
al.,  2003).  This  study  only  included  African  American  women,  so  such  a  comparison 
between  their  experiences  and  white  experiences  was  not  possible.  Without  having 
comparison  responses  of  whites  or  providers,  we  cannot  know  what  the  motivation  for  the 
observed  behaviors  was.  We  only  know  what  the  women  perceived  and  how  they  made  sense 
of  the  experience.  Including  provider  responses  and  understanding  provider  behavior  was 
not,  however,  a  goal  of  this  study  but  could  be  a  path  for  future  research. 

Another  limitation  of  the  study  is  that  during  the  focus  groups,  the  women  were 
encouraged  to  talk  about  any  and  all  experiences  with  discrimination.  Many  times  this  led  the 
discussion  away  from  discriminatory  experiences  in  healthcare,  and  thus  away  from  the  core 
of  the  study.  While  interesting,  discussions  about  discrimination  outside  healthcare  decreased 
the  amount  of  healthcare  specific  data  to  work  with.  Had  the  focus  groups  been  somewhat 
more  directed,  more  insights  specific  to  healthcare  might  have  been  gained. 
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Implications  of  this  research 

Developing  Instruments 

The  results  of  this  study  can  be  taken  in  many  different  directions.  One  such 
direction  is  the  development  of  culturally  appropriate  and  population-specific  instruments  for 
this  group  of  women.  Many  instruments  measuring  discrimination  exist  for  African 
Americans  (Krieger  &  Sidney,  1996;  Landrine,  Klonoff,  Alcaraz,  Scott,  Wilkins,  1996; 
McNeilly,  Anderson,  and  Armstead,  1996;  Ren,  Amick,  and  Williams,  1999;  Vines, 
McNeilly,  Stevens,  Hertz-Picciotto,  Baird  M,  and  Baird  D,  2001),  however,  none  so  far  for 
low-income  African  American  women  living  in  urban  and  rural  North  Carolina.  The  results 
from  this  study  will  enable  the  development  of  instruments  more  relevant  to  the  experiences 
of  this  group  of  women. 

Hypothesis  Testing 

In  addition,  two  hypotheses  were  generated  from  this  research  concerning  the  process 
of  discrimination  from  the  viewpoint  of  the  women  and  the  process  of  responding  to  a 
behavior  perceived  as  discriminatory.  Since  providers  were  not  included  in  this  study,  and 
their  stories  are  not  reported  here,  these  hypotheses  are  from  the  views  of  the  women  only. 
However,  future  research  could  interview  providers  as  well  as  patients  to  test  the  validity  of 
these  hypotheses. 

The  first  hypothesis  involves  the  process  of  discrimination  and  how  it  affects 
healthcare  access.  According  to  the  women,  the  process  of  discrimination  began  with  the 
healthcare  provider  or  personnel’s  perception  of  the  patient.  The  women  believed  that 
providers  and  personnel  made  assumptions  about  them  based  on  their  race,  gender, 
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socioeconomic  status,  appearance  and/or  age.  These  assumptions  then  led  the  healthcare  staff 
to  behave  in  certain  ways  that  the  women  perceived  as  discriminatory.  These  behaviors 
consisted  of  treating  patients  with  rudeness,  making  disparaging  remarks,  and  treating 
patients  as  unimportant  and  with  disrespect.  These  behaviors  led  to  the  outcome  of  limiting 
the  women’s  access  to  care  by  either  outright  blocking  their  access,  or  creating  barriers  to 
accessing  quality  care.  In  some  instances,  the  women  believed  that  they  received  inadequate 
care  which  can  be  interpreted  as  barrier  to  accessing  quality  healthcare.  This  hypothesized 
relationship  is  shown  in  Figure  9. 


Figure  9.  Conceptual  Model  of  the  Discriminatory  Process  and  its  Outcome 
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The  second  hypothesis  involved  how  the  women’s  perception  of  provider  behavior 
and  responses  to  it.  From  the  viewpoint  of  the  women,  the  process  of  perceiving  a  behavior 
as  discriminatory  and  then  responding  to  it  happened  in  a  few  steps.  Initially,  the  healthcare 
provider  behaved  in  some  way  toward  the  women.  Then  the  women  perceived  that  behavior 
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and  tried  to  make  sense  of  it.  Their  race,  gender,  socioeconomic  status,  age  and  appearance 
all  moderated  the  relationship  between  the  perception  of  the  incident  and  the  way  the  women 
interpreted  it.  Once  the  women  had  interpreted  the  experience  and  found  a  way  to  make  sense 
of  it,  they  responded.  Some  women  responded  only  emotionally,  through  stress,  anger,  or 
sadness  while  others  responded  behaviorally  as  described  earlier.  This  relationship  is  shown 
in  Figure  10. 


Figure  10.  Conceptual  Model  of  Perceiving  a  Behavior  as  Discriminatory  and  its  Result 


Future  research  could  test  the  relationships  between  the  variables  in  both  these 
hypotheses.  It  would  allow  a  deeper  understanding  of  how  healthcare  providers  make 
assumptions  about  their  patients,  how  that  affects  the  care  they  provide,  how  patients  come  to 
perceive  the  behavior  of  their  providers  as  discriminatory,  how  they  make  sense  of  such 
experiences  and  how  they  manage  to  cope  with  and  respond  to  those  experiences. 
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Research  into  Patient-Provider  Relationship  and  Communication 

Lastly,  the  findings  of  this  study  also  have  implications  for  health  behavior  and  health 
education  research  and  practice.  Experiencing  discrimination  within  healthcare  has  been 
shown  to  create  mistrust  in  healthcare  providers  and  the  healthcare  system  as  a  whole 
(Becker&  Newsome,  2003;  Sheppard  et  al.,  2004;  Lillie-Blanton  et  al.,  2000).  In  addition, 
poor  communication  and  a  poor  provider-patient  relationship  has  been  linked  with  mistrust  of 
healthcare  providers  and  the  healthcare  system  (Sheppard  et  al.,  2004).  Low  levels  of  trust  in 
one’s  healthcare  provider  has  been  shown  to  affect  patient  screening  and  adherence  to 
medical  advice  (Blanchard  &  Lurie,  2004;  Sheppard  et  al.,  2004).  On  the  other  hand,  better 
patient-provider  relationship  and  trust  in  one’s  healthcare  provider  has  been  linked  with 
better  health  behavior  such  as  seeking  preventive  services  and  following  the  provider’s 
medical  advice  (O'Malley,  Sheppard,  Schwartz,  and  Mandelblatt  2004;  Katz,  James, 

Pignone,  Hudson,  Jackson,  Oates,  and  Campbell,  2004;  Flach,  McCoy,  Vaughn,  Ward, 
Bootsmiller,  and  Doebbeling,  2004;  Parchman  &  Burge,  2004;  Flocke,  Stange,  and  Zyzanski, 
1998). 

Barriers  to  developing  a  good  provider-patient  relationship  includes:  provider  use  of 
medical  jargon,  the  perception  than  information  was  being  withheld,  and  the  perception  that 
the  provider  was  not  listening  to  the  patient  (Sheppard  et  al.,  2004).  It  has  also  been  found 
that  providers  tend  to  be  more  verbally  dominant  with  African  Americans,  less  patient- 
centered  and  to  use  less  positive-affect  during  visits  (Johnson,  Roter,  Powe,  and  Cooper, 
2004).  Research  in  patient-provider  relationship  and  communication  has  led  to  the 
development  of  a  typology  for  such  encounters.  Each  typology  is  determined  by  the  amount 
of  control  the  patient  or  provider  possesses  during  the  healthcare  visit.  Paternalism  rvtcrs  to 
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encounters  where  the  patient  has  little  control  and  the  provider  has  high  control.  Patients 
falling  in  this  typology  tend  to  be  passive  and  least  likely  to  question  their  provider’s  care. 
Consumerism  refers  to  an  encounter  of  high  patient  control  and  low  provider  control.  Patients 
in  this  typology  dominate  the  encounter  with  the  provider  succumbing  to  the  demands  of  the 
patient.  Default  refers  to  low  patient  and  low  provider  control.  This  typology  has  been 
associated  with  patient  attrition  due  to  “frustrated  goals  or  failed  expectations”  (Glanz  et  al., 
2002,  p.  248).  Finally,  mutuality  refers  to  high  patient  and  high  provider  control  over  the 
encounter.  This  typology  is  described  as  more  balanced  where  both  parties  are  actively 
involved  in  the  visit  and  more  patient-centered  communication  is  used  by  the  provider.  This 
is  the  ideal  type  of  encounter  between  patient  and  provider  (Glanz  et  ai.,  2002).  Figure  1 1 
shows  this  typology  and  how  it  relates  to  patient  and  provider  control. 


Figure  1 1 .  Typology  of  Patient  Provider  Relationships 
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To  improve  the  health  behavior  of  African  American  women  in  terms  of  preventive 
screening  and  medical  adherence,  interventions  to  improve  the  patient-provider  relationship 
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and  communication  should  be  developed.  Improving  the  patient-provider  relationship  can 
increase  levels  of  trust  in  healthcare  providers  and  the  healthcare  system  as  a  whole. 
Increasing  trust  has  been  shown  to  be  linked  with  better  health  behaviors  such  as  seeking 
preventive  screening  and  following  providers’  advice  (O’Malley  et  ah,  2004;  Katz  et  ah, 
2004). 
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Conclusion 

African  Americans  and  women  still  face  discrimination  in  many  facets  of  American 
life  whether  it  be  at  home,  work,  school,  the  justice  system  or  in  healthcare.  Low-income 
African  American  women  living  in  the  Southern  part  of  the  United  States  experience 
multiple  oppressions  which  affect  their  self  esteem,  stress  coping  mechanisms,  access  to 
healthcare,  and  health  outcomes.  Such  discrimination  is  linked  with  stress,  poor  health 
outcomes  and  poor  health  behavior.  This  exploratory,  qualitative  study  sought  to  give  low- 
income  African  American  women  in  North  Carolina  a  voice.  It  gave  them  a  chance  to  talk 
about  their  experiences  with  discrimination  and  how  they  feel  the  situation  can  be  improved. 
The  results  from  this  study  are  important  because  they  can  serve  as  the  basis  for  further 
research  and  interventions  dealing  with  discrimination,  health  behavior  and  patient-provider 
relationships.  Working  to  eliminate  discrimination  within  healthcare  can  create  better  patient- 
provider  relationships  and  lead  to  better  overall  health  for  African  American  women. 
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